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Executive Summary
Introduction

Severe acute respiratory syndrome (SARS), the events of September 11, 2001, the post
9/11 anthrax attacks, Hurricane Katrina, avian influenza, global climate change—a mere
listing such as this serves as a stark reminder of society’s vulnerability to a public health
disaster and the need for emergency preparedness planning. Today at the federal level and in
virtually every state and county, concerted attention is being paid to public health
preparedness. Priority setting, rationing, and triage of health services are being discussed;
protective measures that may override individual liberty and property rights are being
contemplated.

All these events bring to the forefront the complex ethical and social values that are
involved in the planning, response, and follow-up phases of public health emergencies. The
purpose of this white paper is to provide an overview and a conceptual framework to
promote further study and discussion of the ethical dimensions of public health emergency
preparedness planning and response (PHEPR), both within the public health community and
in society at large. The report was developed in conjunction with the Ethics Subcommittee of
the Advisory Committee to the Director, CDC.

In discussions of emergency preparedness, attention is often focused exclusively on
moral dilemmas and “tragic choices” (i.e., public choices involving life and death situations
that pit irreconcilable values against one another) that arise during the response phase when
time is scarce, decisions are pressing, essential resources must be rationed, and individual
interests may be subordinated to the public interest. Reflection on ethics will not provide

clear-cut rules or directives in such situations. This does not mean that ordinary morality



becomes irrelevant during emergency responses; it does mean that acting ethically and
making ethically justified decisions will depend largely on specific and concrete
circumstances that cannot be fully specified in advance. The best contribution of ethics is to
inform advance planning and organization of emergency response so as to minimize the
number of tragic choices that must be made. Therefore, while we acknowledge and attempt
to shed some light on the ethical dilemmas that arise during the response phase of PHEPR,
the main focus of this white paper is on the ethical orientation that should guide the planning

and recovery phases.

What is Public Health Emergency Preparedness?

In the aftermath of the terrorist attacks of September 11, 2001, and the deliberate
attempt to infect people with anthrax, the focus of public health emergency planning was on
the threat of bioterrorism. After Hurricane Katrina and the flooding of New Orleans and
other areas of the Gulf Coast, and amid concerns about pandemic influenza and other
infectious diseases, the focus of public health preparedness has been broadened to an all-
hazards orientation. This more comprehensive approach is now recognized as central to the
public health mission. Yet at the same time, because a well-funded and thoughtfully designed
public health infrastructure is necessary if society is to meet the wide array of currently
unforeseeable threats and future disasters, PHEPR vitally depends upon non-emergency
public health policies and programs.

In a similar vein, we believe that the ethical framework for public health provides the
appropriate framework for PHEPR as well. The moral stakes are high in preparedness

activities, but they are also high in ordinary public health practice. Different types of



hazards—epidemic, weather related, environmental, radiologic—present special
circumstances for ethical decision making and reflection, but they do not require tailor-made
ethical principles or goals.

A public health emergency exists when a situation arises whose health consequences
have the potential to overwhelm routine community capabilities to address them. Public
health emergency preparedness and response may be defined as the capability of the public
health and health-care systems, communities, and individuals, to protect against, quickly
respond to, and recover from health emergencies, particularly those whose scale, timing, or
unpredictability threaten to overwhelm routine capabilities.

Public health preparedness activities include regulating environmental conditions and
food and water safety to minimize disease threats, planning for emergency medical and
public health response capabilities, detecting a disease outbreak, conducting epidemiologic
investigations to ascertain the nature of a disease outbreak or epidemic, performing
laboratory analyses to support surveillance and epidemiology, pursuing public health
interventions to limit the spread of disease, ensuring the provision of emergency medical
treatment and prophylaxis, remediating environmental conditions, and preventing secondary
public health emergencies following a disaster.

Public health preparedness planning is a multidisciplinary endeavor, which draws on
the traditional bodies of expertise within public health and on the experience and skills of the
social and behavioral sciences, risk communication, architecture and planning, environmental
science, engineering, and public safety.

Public health planners must work together with those responsible for disaster

management who come from other fields and must negotiate a complicated web of



jurisdictional, bureaucratic, and organizational interests and boundaries. They must also be
cognizant of the legal implications of their activities and must work effectively with
policymakers, elected officials, the business community, civic leaders, and the press. As they
undertake these myriad tasks, they must always conduct themselves in such a way as to

maintain the confidence and trust of the public.

Ethical Goals of Public Health Emergency Preparedness and Response

To provide a framework of ethical and value concepts for PHEPR, we have formulated
seven ethical goals that should orient both the content of preparedness plans and the process
by which they are devised, updated, and implemented in an emergency situation and its
aftermath.

e Harm reduction and benefit promotion. PHEPR activities should protect public
safety, health, and well-being. They should minimize the extent of death, injury,
disease, disability, and suffering during and after an emergency.

e Equal liberty and human rights. PHEPR activities should be designed so as to
respect the equal liberty, autonomy and dignity of all persons.

e Distributive justice. PHEPR activities should be conducted so as to ensure that the
benefits and burdens imposed on the population by emergency response measures and
mitigations are shared equitably and fairly.

e Public accountability and transparency. PHEPR activities should be based on and
incorporate decision-making processes that are inclusive, transparent and sustain

public trust.
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Community resiliency and empowerment. A principal goal of PHEPR should be to
develop resilient, as well as safe communities. PHEPR activities should strive
towards the long-term goal of developing community resources that will make them
more hazard-resistant and allow them to recover appropriately and effectively after
emergencies. Resilient communities have robust internal support systems and
networks of mutual assistance and solidarity. They also maintain sustainable and risk
mitigating relationships with their local ecosystems and their natural environment.
Public health professionalism. PHEPR activities should recognize the special
obligations of certain public health professionals and promote competency of and
coordination among these professionals.

Responsible civic response. PHEPR activities should promote a sense of personal

responsibility and citizenship.

The Importance of Ethical Analysis: Health and Liberty

The nature and complexity of emergency planning and response require ethical analysis
at several different levels. The ethical goals of PHEPR must be clearly articulated and
understood. There are several reasons for this. First, these goals are intrinsically important.
They express the values of public health professional service and traditions, and they
represent the nature of our moral ideals as a community. Moreover, clarification of these
ethical goals of PHEPR is important because widespread public recognition of them
reinforces public trust and the legitimacy of public health efforts. Finally, public health
emergency preparedness is an activity conducted under the auspices of the state. It has an

impact, not only on the health and safety of individuals, but also on their liberty, autonomy,
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civil and human rights, property, and other fundamental interests. Public health emergency
preparedness planning must address the actions people need to take to protect themselves
and, by complying, to protect others using a community health and safety perspective.
PHEPR inherently involves behavior modification and control on a large scale. It must
inform and instruct people about how to behave during an emergency so as to promote their
own best interests, even if they are inclined to behave in other ways. Sometimes this involves
restricting people’s liberty.

In the planning phase, the rationale and benefits of paternalistic and coercive measures
must be publicly explained and understood. If the planning and its directives are deliberative,
transparent, and accepted by the community at large, the restrictions imposed on some
individuals will be more ethically acceptable than if such measures are planned in secret by a
small group of officials.

A central theme of this white paper is that the ethical acceptability of an emergency
plan is a function both of the substantive content of its provisions (what it requires people to
do and what the consequences of that are) and of the process through which those provisions
are discussed, formulated, argued about, and ultimately agreed to.

In the aftermath of the emergency or disaster event, experience shows that solidarity
and self-sacrifice often give way over time to disillusionment, recrimination, and even
litigation. To mitigate this kind of backlash, it is important to have ongoing monitoring of the
use of authority and power during the implementation of emergency plans. This is to ensure
that power and authority are not abused and that paternalistic or coercive measures are

justified under the circumstances. It is also important to have ongoing and ex post facto
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evaluation and assessment to gauge the effectiveness of emergency plans, to learn from

mistakes, and to make improvements for the future.

Planning is by nature an ongoing activity, a work in progress. As they go forward,

policymakers, public health professionals, and civic leaders should take steps to identify the

ethical dilemmas and value conflicts that arise in the options and contingencies contained in

planning at all levels. In this white paper, we offer general advice and recommendations

concerning the conduct and approach that should be taken by public health emergency

planners. These recommendations are summarized first in relation to the overall design of

PHEPR and then in relation to specific policies and strategies.

General Features of the Ethical Design of PHEPR

Emergency plans and mitigation activities should have clearly defined and realistic
goals. Planners and the community should identify these goals. To the extent
possible, consensus should be reached on them, and their rationales should be widely
understood.

Emergency preparedness goals should be pursued and implemented as effectively as
possible, given existing resources and information. Ineffective, unduly burdensome,
and wasteful policies and practices are not ethically justified.

Public trust is key to the success of any emergency planning. Planning processes
should be transparent, and multiple opportunities for deliberative citizen participation
should be provided. Meaningful two-way communication, bottom-up as well as top-
down communication, is essential. Deliberative planning that is broadly inclusive and

participatory is not only the most effective means for creating well-informed and
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successful emergency plans, it will also strengthen the ethical fabric of the open,
pluralistic society we seek to protect.

Preparing a community for a future emergency or disaster requires well-functioning
institutions, not just simply an “emergency plan.” A community marked by just social
practices and a commitment to social justice before an emergency is likely to carry
that commitment through the emergency response and into the aftermath and
recovery period. Such communities are likely to be better able to rebound quickly and
recover effectively, and such communities will likely meet the benchmarks of both
justice and resiliency in their recovery process and outcomes.

To the extent possible, PHEPR should follow an approach that emphasizes the use of
the least restrictive alternatives, community involvement, and transparent
communication. The role of ethics, especially in the planning phase before a crisis
event, is to define reasonably just, humane, and responsible guidelines for
paternalistic and coercive measures during a crisis response.

In PHEPR, planners and public health officials must always be prepared to be
accountable for their conduct in terms of the good reasons they had for deciding and
acting as they did. Accountability means being able to provide good reasons, or
rationales that are reasonable under the circumstances, for actions and decisions, even
if in retrospect it appears that mistakes were made.

PHEPR planning and conduct should inspire civic responsibility, a sense of justice,
and concern for others in need. Fear and self-interest will no doubt be strongly in
evidence during any public health emergency. Unless public health leadership can, in

conjunction with elected officials and other community leaders, move communities
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beyond these motivations to a sense of common purpose and solidarity, public health
will have failed in its professional obligations and will most likely fail in its practical

efforts as well.

Specific Recommendations Concerning PHEPR Policy and Practice

Justice and Fairness

Officials and planners should attempt to identify in advance the known or potential
burdens of the mitigation activity and identify the segments of the population upon
whom those burdens are likely to fall. Planners and policymakers should attempt to
minimize the burdens of the mitigation activity. They should consider alternative
approaches to achieve the same goals and should avoid imposing undue burden on
groups unfairly or inequitably.

Policies and decisions should not place an undue burden on any one segment of the
population in the recovery phase and should aim to bring about as even-handed and
uniform a pattern of assistance and recovery as possible. Measures taken during the
immediate response to an emergency essentially have the effect of distributing risk.
This must be done in an equitable and nondiscriminatory manner, balancing
individual interests and social well-being. During the recovery phase, generally
speaking, priority in recovery efforts should be provided on the basis of greatest need
and greatest impact. Those who will be otherwise homeless, for example, might be
given priority for temporary housing. Those at greatest health risk due to the
dislocation of their ordinary routines and modes of living should be given special

attention.
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A clear societal consensus is lacking regarding the proper weight that should be
attributed to certain conflicting values during public health emergencies. No one
conception of justice, such as an emphasis on aggregate well-being and efficiency or
an emphasis on equity, provides the necessary solution to ethical dilemmas in
practice. Therefore, lacking ethical certainty on the right outcomes, planners should
seek ethical consensus on fair and appropriate procedures for setting priorities and
allocating scarce resources.

Fairness should be a feature not only of the outcome of mitigation activities but also
of the way in which they are conducted and carried out. Planners should attempt to
make the public health benefits and the accompanying social, economic, and personal

burdens balanced and proportionate.

Respect for Persons with Special Needs or VVulnerabilities

Persons and groups with special susceptibility to harm or injustice during public
health emergencies exist in virtually every community and should be carefully
identified and assessed during the planning process prior to emergency events.
Without such pre-disaster event preparation, it is unlikely that their special needs will

be met on an ad hoc basis in the course of an actual emergency.

¢ Auditing and mapping community assets (e.g., individuals with particular local

knowledge or groups accorded special trust and loyalty in the community) should be
an integral part of PHEPR. To acknowledge that certain individuals, groups,

neighborhoods, or communities are vulnerable to severe risk and disruption during a
public health emergency is not to say that such communities are lacking in all assets

or resources, but they do need special advance planning and accommodations in order
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to help and sustain themselves. This is an example of the sense in which PHEPR is
and must be a community effort actively involving all strata of civil society and not
simply a centrally planned and top-down effort.

To facilitate good planning, persons with special needs or their representatives should
have an opportunity to participate actively and directly in the PHEPR process. When
many needs are calling for attention, the voice of the vulnerable and those who have
been socially or culturally marginalized is most likely to be drowned out unless it has

been heard in advance and special provisions have been made.

Accountability and Transparency

Monitoring of the use of authority and power should be ongoing during the
implementation of emergency plans. This is to ensure that power and authority are not
abused and that paternalistic or coercive measures are justified under the
circumstances.

Evaluation and assessment of emergency plans and their implementation should be
ongoing during and after a disaster. This is necessary in order to gauge the
effectiveness of emergency plans, to learn from mistakes, and to make improvements
for the future.

The lesson to be drawn from the existence of pervasive uncertainty is that whatever
conclusions are reached about the justice of any proposed mitigation activities must
be considered provisional and subject to revision over time as the disaster unfolds.
Flexibility in response to changing conditions and evolving knowledge will be crucial

to successful disaster planning and mitigation activity.
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Good communication goes both up and down. It is more than simply providing
factual information and transparency and requires more than simply telling people
what has already been decided. Communication should involve a two-way form of
exchange and provide the resources necessary for the public to reflect on and come to
accept planning decisions rationally, and not just to be told what they are. If this is to

happen, communication must be both linguistically and culturally appropriate.

Transparent public health communications follows these rules of thumb:

Acknowledge uncertainty.

Provide follow-up information as quickly as possible.
Advise patience and flexibility.

Admit mistakes and move on.

Provide advice that can realistically be acted upon.

Do not abandon the community, and do not appear to be doing so.

Professional Responsibility

Confronting some degree of personal risk comes with the job of being a health
professional. Health professionals have an ethical contract with the society at large.
But while health professionals may have an obligation to submit themselves to risk
for the sake of others, society (and the specific organizations that employ health
professionals) has a corresponding obligation to protect them from known hazards
while they are fulfilling their professional duties.

Society has an obligation to provide health-care workers with the training and tools
they need. It is ethically wrong for society to put health professionals in harm’s way

while failing to provide them with needed resources. Society should strive adequately
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to provide needed care to all health workers who become ill or disabled in the line of
duty, and to provide compensation to their families should they die.
Conducting Public Health Research During Emergencies

e Systematic observation and data collection to enhance understanding of the
epidemiologic, medical, and behavioral aspects of PHEPR may ethically be
undertaken during the response phase of an emergency as well as during the planning
and recovery phases. At all times, it is important to protect and respect the
fundamental rights and interests of individuals. Whether or not these activities are
viewed as “research,” they should only be conducted with appropriate ethical
oversight and review. Appropriate oversight in a public health emergency context
does not necessarily involve the same review mechanisms (e.g., institutional review
boards) that have been developed to protect human subjects participating in research
in other settings.

CDC Deployment During Emergency Situations

e The ethical obligations of individual CDC professionals and the ethical obligations of
the CDC leadership and organizational support systems go hand in hand. During an
emergency deployment, the consequences of poor performance can be extremely
serious. Many other persons, including those who are in positions of great need and
vulnerability, put their trust in CDC expertise and skill.

e Anindividual professional has an obligation to ensure that he or she is adequately

prepared to meet the requirements of a deployment.
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As an agency and an employer, CDC also has an obligation to provide the required
and appropriate training, preparation, equipment, and support to the personnel CDC
utilizes for PHEPR.

The process of selecting individuals for deployment should be orderly, transparent,
and fair. If an individual believes that an assignment is inappropriate or has been
wrongly motivated, an orderly and confidential review and appeals process should be
in place for that person. Considerations of undue family burden and personal hardship
should also be taken into account.

Clear, but reasonably flexible standards of performance and discretion should be
established and clearly understood by everyone on the deployment team and along the
chain of command. If appropriate training is the organizational responsibility of CDC
in the preparedness phase, ensuring an appropriate and effective support system and
reasonable expectations is CDC’s responsibility during the deployment phase.

When they are deployed during an emergency event, CDC personnel have an ethical
obligation to provide clear and timely information to relevant governmental
authorities within their field-based chains of command. They also must assist in
making decisions even under conditions of uncertainty or limited and possibly
unreliable information. The ethical responsibilities of the public health professional in
emergency situations are complex in terms of their responsibility to scientific
standards and to practical necessity. On one hand, the deployed CDC professional is
one of the principal voices of scientific rationality in public health emergencies and if
within the scope of duties, should tailor his or her communication activities to

ensuring that this voice is heard. On the other hand, especially in the response period
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when CDC personnel are most likely to be deployed, public health professionals are
obligated to use their best judgment and to provide analysis and advice under
conditions of uncertainty and time pressure.

e Scientific uncertainty should not be a rationale for inaction. Sound factual
information is a foundation for ethically justified decision making, but decisions must
be made and actions taken even in the face of imperfect information. CDC as an
agency should support its personnel and the mission of public health by resisting
unwarranted limits others may place on the gathering of relevant scientific
information, the analysis of that information, or communicating the results of that
analysis to the appropriate officials and decision makers.

The following guidelines should inform the communication and relationships between
deployed CDC personnel and other state and local public health and emergency management
officials:

e CDC personnel should be candid about the limitations of their findings at the time of
communication.

e They should offer perspectives on the ranges of potential risk or harm and, to the extent
possible, estimates of the probabilities involved.

e They should indicate what further investigation would be necessary to provide greater
certainty, and how long it would take to acquire more information.

e They should be candid about the likelihood that greater certainty or more reliable

information will not be forthcoming before decisions have to be made.
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Public health professionals cannot perform their mission or fulfill the ethical goals of
their activities without the cooperation of other professionals and specialists. Disagreements
may arise among the various professional cultures and perspectives in emergency
preparedness and response; for example, public health priorities and law enforcement
priorities may sometimes be in tension. However, cooperation is essential. At the same time,
the ethical integrity of all the professionals and agencies involved should be preserved and
respected. To achieve this balance, there must be mechanisms of integrity-preserving

compromise, review, and appeal.

Conclusion

PHEPR is a vital public health function. As such, it is both a governmental
responsibility and a civic endeavor. This white paper, therefore, presents a broad overview of
its subject, as opposed to a focused look at one aspect of PHEPR, such as the response to
pandemic influenza, bioterrorism, or weather-related emergencies.

PHEPR is ultimately about protecting a community, but it is also about embodying the
traditions and values of a community and a vision of how the community can be made a
better environment for all its members in the future. Successful emergency planning must
rely on and tap into a preexisting fund of civic responsibility, a sense of justice, and concern
for others in need, but it can, and should, be an occasion to foster these outlooks and
impulses as well. Fear and self-interest will no doubt be strongly in evidence during any
public health emergency. Public health leadership, in conjunction with elected officials and

other community leaders, can move communities beyond these motivations to a sense of
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common purpose and solidarity. If it does this, PHEPR will succeed in meeting its

professional ethical obligations and will most likely succeed in its practical efforts as well.
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Ethical Guidance for Public Health Emergency Preparedness and Response:

Highlighting Ethics and Values in a Vital Public Health Service

Introduction

“All partners who can contribute to action as a public health system should be
encouraged to assess their roles and responsibilities, consider changes, and devise ways to better
collaborate with other partners. They can transform the way they ‘do business’ to better act to
achieve a healthy population on their own and position themselves to be part of an effective
partnership in assuring the health of the population (1).” --[Institute of Medicine 2003: 32]

The purpose of this white paper is to identify the various ethical principles and values
that are germane to public health emergency preparedness and response (PHEPR), to provide
guidance on cogent, rigorous processes of ethical reasoning and decision making in the context
of PHEPR, and to propose, where possible, ethical considerations that should inform federal,

tribal, state, and local policies, practices, and training as they support local PHEPR efforts.®

S There is no short or prefect term in use to refer to the activities we focus on in this paper. We will be concerned
with the public health dimension of emergency planning, and not so much with law enforcement and public safety
dimensions, although we recognize that the boundaries here are often indistinct and overlapping. We also intend the
term to cover pre-event planning and preparation, event response, and post-event recovery.
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Public Health Emergency Preparedness and Response

Key Points

A public health emergency exists when a situation arises for which the health consequences
have the potential to overwhelm routine community capabilities to address them. Public
health emergency preparedness and response may be defined as “the capability of the public
health and health-care systems, communities, and individuals, to prevent, protect against,
quickly respond to, and recover from health emergencies, particularly those whose scale,
timing, or unpredictability threatens to overwhelm routine capabilities.”

The conception of PHEPR followed here includes the following elements:

¢+ A narrow focus on bioterrorism or weapons of mass destruction is less appropriate
than an “all hazards” approach to planning.

¢+ A robust, well-functioning infrastructure is necessary for the success of both
everyday public health and public health in a time of crisis. PHEPR and the rest of
public health supplement, rather than supplant, one another.

¢+ Preparedness is understood to encompass more than adequate equipment,
deployment of health professionals, training, and supplies; preparedness requires the
involvement, education, and support of the entire community.

+¢+ Public trust and confidence are essential in PHEPR, and public health decision
making will be most effective when it is transparent and has direct links to the
communities it serves.

Ongoing monitoring of the use of authority and power is important during the
implementation of emergency plans. This is to ensure that power and authority are not
abused and that paternalistic or coercive measures, if used, were justified under the
circumstances. Ongoing and ex-post facto evaluation and assessment are also important to
gauge the effectiveness of emergency plans, to learn from mistakes, and to make
improvements for the future.

The Reemergence of Public Health

In 1988 the Institute of Medicine called attention to a serious decline in the public health
infrastructure of communications, laboratories, surveillance systems, trained personnel, and
capacity to respond quickly and adequately to a sudden large-scale threat to population health
(2). This state of affairs had come about after years of inadequate funding and lack of public

attention to public health. Ironically, public health was the victim of its own historic successes:
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vastly improved sanitation, vaccination and the control of infectious diseases, and improvements
in air and water quality. The focus of population health, at least in the United States and other
developed nations, seemed to be shifting toward the prevention and control of chronic illness and
addressing behavioral and lifestyle risk factors. Systems to sustain public health were shifting
from traditional public health functions to individual-based clinical care and health insurance
coverage to support such care (3,4).

The threat of sudden disruption in the health-care system and serious danger to life and
health on a large scale came to the fore again in the 1990s as increasing attention was focused on
terrorism, spurred by the bombings in a parking garage at the World Trade Center and at the
federal office building in Oklahoma City, as well as the poison gas release in the Tokyo subway
system. The 1996 Defense Against Weapons of Mass Destruction Act (P.L. 104-201), commonly
known as the Nunn-Lugar-Domenici Act, established a domestic preparedness program and
broadened the mandate of the Federal Emergency Management Agency (FEMA) to include
attacks by weapons of mass destruction as well as natural disasters. In addition, Congress also
passed another significant law, the Antiterrorism and Effective Death Penalty Act of 1996, which
provided for additional government controls to deter terrorism. In 1998, CDC established the
Bioterrorism Preparedness and Response Program, which improved laboratory, surveillance and
emergency response communication capabilities. In addition, in this same year, CDC was
authorized by Congress to establish a national stockpile of pharmaceuticals and vaccines (5). In
2000 and early 2001, simulation exercises (TOPOFF 1 and “Dark Winter”) revealed many
remaining shortcomings in emergency preparedness and the ability to respond—poor interagency
and intergovernmental communication and coordination, lack of local planning, and inadequate

surge capacity (6).
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Such concerns increased exponentially in the aftermath of the terrorist attacks of
September 11, 2001, and the use of anthrax as a means of bioterrorism shortly thereafter. PHEPR
was placed squarely at the center of the public health mission and has been a focal point of
funding, personnel, training, and other resources at the federal, tribal, state, and local levels.
Improvements have been made in many states and locales in their capacity to respond to
epidemic or environmental contamination events. Much work remains to be done (7-10).
Conditions such as West Nile virus, severe acute respiratory syndrome (SARS), multidrug-
resistant tuberculosis (MDR-TB), and Escherichia coli contamination in the food supply have
required public health responses. Some initiatives, such as the national smallpox vaccination plan
of 2003, which aimed to immunize the nation’s health-care workers and first responders, did not
succeed because of disagreements over risk-benefit considerations and lack of trust and
cooperation among target populations. The devastation of Hurricane Katrina demonstrated the
social and political complexity of emergency planning, response, and recovery (11-18).

Additional public health challenges loom on the horizon, including avian influenza,
possible future instances of bioterrorism, and the prospect of long-term climate change with its
multiple threats to public health and well-being (heat waves; flash flooding, violent storms,
drought, malnutrition, and large-scale human migration with attendant sanitation and epidemic
side-effects)(19). These and other threats to the usual systems of disease prevention, health-care
delivery, and public safety ensure that PHEPR will remain a vital public health responsibility in
the 21st century and will be integral to the mission of CDC and other public health entities.

Despite the anticipated continuing importance of PHEPR, during the last few years
serious debates and disagreements have arisen within public health concerning the funding of

PHEPR, the proper responsibilities of federal, tribal, state, and local governments, and questions
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about whether giving priority to PHEPR undermines other important public health functions and
services. There has also been debate about the cultural implications of PHEPR and whether a
focus on PHEPR could be perceived as undermining public health's openness and its close
working relationship with poor and marginalized groups. This could arise because of an
allocation of public health funding and other resources away from community-level activities, or
because of an identification (whether warranted or not) of public health with other institutions of
government authority, which many marginalized communities mistrust. Finally, some have been
concerned that PHEPR will refocus public health back on its historical tradition as an instrument
of social control and on the “police powers” of the state, and will cause public health to lose
sight of its broader social outlook (3, 20-21). In this broader outlook “health” is not simply the
absence of disease, it comprises the conditions and capabilities—material, environmental, social,
and political—that enable populations to avoid disease and to experience good health in the
context of other elements of well-being and human flourishing (22).

A full discussion of debates such as these is beyond the scope of this report. We believe
that consensus is emerging among public health officials and practitioners regarding the
appropriate place of PHEPR within public health and its proper scope. This consensus is built
around the following points:

e A narrow focus on bioterrorism or weapons of mass destruction is less appropriate than
an “all-hazards” approach to planning. Indeed, in 2003, a presidential directive mandated
that the U.S. government adopt an all-hazards approach to emergency preparedness and
response (23).

e Preparedness is now understood to encompass more than adequate equipment,

deployment of health professionals, training, and supplies. Preparedness also involves the
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community. A well-prepared community is a community in which the population is
medically well served, a strong public health infrastructure is in place, and community-
based public health services are not neglected but are robust and well integrated into
everyday life. If political and budgetary decisions are made that put PHEPR in a zero-
sum relationship with other public health programs, such as prenatal and infant nutrition
or childhood vaccination programs, it should not be assumed that such decisions
genuinely strengthen preparedness.

e A robust, well-functioning infrastructure is necessary for the success of both everyday
public health and public health in a time of crisis. PHEPR and the rest of public health
supplement, rather than supplant, one another.

e Public trust and confidence are essential in PHEPR, and public health decision making
will be most effective generally when it is transparent and has direct links to the
communities it serves.

We embrace these emerging points of agreement and attempt to build upon them with the
approach to ethics taken here. PHEPR goes hand in hand with non-emergency public health
policies and programs because a well-funded and thoughtfully designed public health
infrastructure is necessary if society to meet the wide array of currently unforeseeable threats and
future disasters. In a similar vein, we believe that the ethical framework for public health
generally provides the appropriate framework for PHEPR as well. The moral stakes are high in
preparedness activities, but they are also high in ordinary public health practice. Different types
of hazard—epidemic, weather-related, environmental, and radiologic—present special
circumstances for ethical decision making and reflection but do not require tailor-made ethical

principles or values.

29



Public Health Emergency Preparedness and Response

A public health emergency exists when a situation arises for which the health
consequences have the potential to overwhelm routine community capabilities to address them.
PHEPR may be defined as “the capability of the public health and health-care systems,
communities, and individuals, to prevent, protect against, quickly respond to, and recover from
health emergencies, particularly those whose scale, timing, or unpredictability threatens to
overwhelm routine capabilities (24).” Public health preparedness activities include regulating
environmental conditions and food and water safety to minimize disease threats, planning for
emergency medical and public health response capabilities, detecting a disease outbreak,
conducting epidemiologic investigations to ascertain the nature of a disease epidemic,
performing laboratory analyses to inform surveillance and epidemiology, pursuing public health
interventions to limit the spread of disease, ensuring the provision of emergency medical
treatment and prophylaxis, remediating environmental conditions, and preventing secondary

public health emergencies following a disaster

Components of Effective PHEPR
(25).
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experience and skills of the social and behavioral sciences, risk communication, architecture and
planning, environmental science, engineering, and public safety. It must also work together with
those responsible for disaster management who come from other fields, and it must negotiate a
complicated web of jurisdictional, bureaucratic, and organizational interests and boundaries (26—
29). PHEPR must be cognizant of the legal implications of its functions, and it must work
effectively with policymakers, elected officials, the business community, civic leaders, and the
press. It must operate in such a way as to maintain the confidence and trust of the public.

The nature and complexity of the task of PHEPR suggest that it requires ethical analysis at
several different levels. First, it falls within the general domain of public health ethics, a field
that has developed substantially in recent years (30—41). Moreover, the ethics of PHEPR have
thus far been neglected. For example, a recent review of federal and state influenza pandemic
plans showed that, with few exceptions, there was no explicit reference to ethical issues and
concepts in these documents (42).

The ethical goals of PHEPR are multiple, difficult to prioritize in any systematic or
philosophically grounded way, and may give rise to practical ethical dilemmas when they
conflict. They must be clearly articulated and understood for several reasons. These goals are
intrinsically important, they express the values of public health professional service and
traditions, and they represent the nature of a community's moral ideals. The clarification of these
ethical goals of PHEPR is important also because widespread public recognition of them
reinforces public trust and the legitimacy of public health efforts.

Public health emergency preparedness is conducted under the auspices of the state, local
or tribal jurisdiction. It has an impact, not only on the health and safety of individuals, but also

on their liberty, autonomy, civil and human rights, property, and other fundamental interests
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(41,43-45). Public health emergency preparedness planning must face the occasional necessity
of directing people to behave in a certain way during an emergency to protect the health interests
of the population and to promote their own best interests, even if they are inclined to behave in
other ways.

“Paternalism” is the term in ethics used to convey the notion of a restriction of an
individual’s freedom of choice for the sake of protecting or promoting that individual’s best
interests. PHEPR is inherently prone to paternalism, since one of its basic missions is to guide
behavior during an emergency. In many instances, the inclination of some, perhaps large
numbers of people, will be to behave differently than the PHEPR process calls for. People may
want to be together with others when they should isolate themselves. They may want to leave
their homes when they should stay off the roads. Or some may want to stay home, which feels
safe and familiar, in order to protect their belongings when the safest course is to evacuate.
People may seek medicines that are inappropriate for them to take or unjust for them to hoard.
They may act on the basis of rumor or unreliable, even false information, or on the basis of
irrational thinking concerning risk. PHEPR must foresee these understandable, but nonetheless
counterproductive behaviors, and it must somehow prevent, or at least discourage them (46,47).

These unavoidable paternalistic aspects of PHEPR alone would be enough to make it a
subject of ethical discussion. American culture has strongly antipaternalistic currents within it.
Americans value individual freedom of choice and self-reliance. They are suspicious of
authority, not deferential to it or cowed by it. In the last generation, the American public has
come to the point where they no longer believe that “father knows best,” much less that doctor

knows best, and even less that health commissioner knows best. In addition, many Americans are
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skeptical of uses of power that claim to be in the best interests of the powerless or in the public
interest but all too often seem to serve the interests of the powerful.

This is not to say that during an emergency most people will not comply with emergency
regulations and directives, that they will not turn to their leaders, experts, and other authorities
for protection and guidance, or that they will not be willing to forgo significant personal liberty
in return for a promise of greater protection and safety. When their community is threatened,
people even in a privacy-oriented and individualistic culture will volunteer, feel a sense of
solidarity, and make sacrifices for the common good. This was the experience of the World War
Il generation, and it was demonstrated again for a time after the events of September 11, 2001.
Public engagement activities dealing with community mitigation interventions have indicated
that there is a willingness at the grassroots level to forgo or temporarily suspend certain ordinary
civil liberties and freedoms in the face of a pandemic (48).

However, this individualism of American culture, reinforced by ethical systems that
stress autonomy, rights and civil liberties, will have an impact especially on the planning and
recovery phases of PHEPR. In the planning phase, directives that restrict liberty must be fully
explained and justified. That notion suggests an important theme, namely, that the ethical
acceptability of an emergency plan is a function both of the substantive content of its provisions
(what it tells people to do and what the consequences of that are) and of the process through
which those provisions are discussed, formulated, argued about, and ultimately agreed to.

In the aftermath or recovery phase of a public health emergency, experience shows that solidarity
and self-sacrifice often give way to disillusionment, recrimination, and even litigation (49). It is
probably in the nature of any emergency plan that it cannot protect (or please) all of the people

all of the time. To mitigate this, it is important to have ongoing monitoring of the use of authority
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and power during the implementation of emergency plans. This is to ensure that power and
authority are not abused (“Who watches the guardians?”’) and that coercive measures were
justified under the circumstances. Ongoing and postcrisis evaluation and assessment are also
important to gauge the effectiveness of emergency plans, to learn from mistakes, and to make
improvements for the future.

Throughout this white paper we argue in favor of public health approaches that employ
the least restrictive alternatives, community involvement, and transparent communication.
Nonetheless, the use of coercion or secrecy or deliberately withholding information from the
public cannot be ruled out a priori. It is important that public health planners not wait for disaster
to strike before trying to work out a viable scheme of priorities. The role of ethics in the planning
phase before, and in the recovery phase after, a crisis event is to define reasonably just, humane,
and responsible parameters for action and decision making. Even within those parameters, there
IS no way to be sure that moral mistakes will not be made, but one must always be prepared to be
accountable for one’s conduct in terms of the good reasons that one had for deciding and acting

as one did (50).

Overview

This white paper aims to address two dimensions that are interrelated. First, it seeks to
provide an ethical conception of PHEPR as a whole, as a complex activity blending the
coordination of many groups, disciplines, and interests and drawing on numerous bodies of
knowledge and expertise. This may be seen as an account of the "ethics of PHEPR;" that is, an
account of its moral point and human value; an account of why it is an activity that should be

engaged in at all.
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The second dimension explores what might be called the "ethics in PHEPR," that is, the
specific moral dilemmas, choices, and quandaries that arise in the course of actually doing
PHEPR. It addresses particular aspects of preparedness and response plans, particular decisions
that planners and communities have to make, decisions that require balancing many diverse, and
sometimes conflicting values. Both these dimensions are important because specific decisions
and policies (the ethics in) would lack conviction and direction if they were not placed in the
context of a guiding vision of ethically informed planning as a whole (the ethics of).

The white paper is divided into three parts. Part | is devoted to a formulation and brief
commentary on the main ethical goals or objectives of PHEPR. It also presents a framework for
ethical reasoning and decision making oriented toward the types of situations and decisions
likely to arise in the context of PHEPR. Part Il contains a series of sections devoted to ethics in
the practice of PHEPR. Topics discussed in the first sections are the broad mandate of preventing
death and disease, the problem of justifying the limitation of individual liberty, questions of
justice and the allocation of scarce resources, and accommodation of persons with special needs
and vulnerabilities. The remaining sections turn to aspects of PHEPR that may seem more
political and social in character but are of significant ethical concern as well: the relationship
between experts, leadership, and elected representatives on one hand, and democratic citizens on
the other, and the role of the press and other forms of mass communication in mediating this
relationship during emergencies; the obligations and duties of individuals who play important
roles in the PHEPR process, particularly health professionals and their conduct during the
response phase of a public health emergency; and the sense of responsibility and cooperation on
the part of private citizens that will facilitate effective and ethically sound preparation, response,

and recovery in a community.
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Part I11 is devoted to aspects of PHEPR that have a direct bearing on the activities and
responsibilities of CDC personnel. These discussions focus on 1) the problem of using the
response and/or recovery phase of PHEPR as an opportunity to conduct research for the purpose
of better understanding behaviors and biological conditions that manifest themselves during such
periods so as to be better prepared to plan and respond in the future, and 2) the special ethical
questions that pertain to the role of CDC and CDC personnel who are deployed to assist in
emergency situations.

At the conclusion of each section, a summary of key points to consider is provided which
distill the central ethical perspectives offered in that section.

PHEPR in each of its phases—the pre-event planning phase, the response phase, and the
post-event recovery phase—is a complex ethical undertaking, just as it is a complex managerial
and scientific one. This white paper cannot reduce that ethical complexity, and it does not
pretend to offer a decision-making or policy-making algorithm. However, it does provide
conceptual tools and perhaps sufficient discussion to orient and to clarify one’s understanding of
that complexity; hence, it may serve to enhance public health’s capacity to manage that ethical

complexity and to respond to it competently and reasonably.

PART I
Ethical Goals and Ethical Decision Making
Two frameworks provide the ethical and conceptual grounding for the remainder of this
report. The first framework consists of the general ethical goals that are most pertinent to
PHEPR. This framework is based on the notion that the emergency preparedness and response

process ought to be used to respect and promote the basic values of harm reduction/health
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promotion, equal liberty and human rights, distributive justice, public accountability, creating
strong and vital communities as well as safe ones, public health professionalism, and the
recognition of civic and personal responsibility.

The second framework presents guidelines for careful ethical reasoning in practical
decision making and policy making. This is not a formula or an algorithm for arriving at
ethically correct decisions. That is not its purpose. It does offer a general orientation and mode of
thinking that will increase the likelihood that decision makers will be alert to a broad range of
values, be attentive to the types of factual information that bear on ethical decisions or value
judgments, and remain open and flexible concerning diverse points of view, while still confident
and decisive enough in their judgments to meet the challenges of advance planning and

emergency response situations.
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Ethical Goals and Ethical Decision Making
Key Points
The emergency preparedness and response process ought to be used to respect and promote
the basic values of health, liberty and rights, justice and equity, efficiency and effectiveness,
accountability, community, professionalism and scientific integrity, and civic and personal
responsibility.

Decision makers should
+ Be alert to a broad range of values;
% Be attentive to the types of factual information that bear on ethical decisions or value
judgments;
++ Remain open and flexible concerning diverse points of view; and
++ Remain confident and decisive enough to meet the challenges of advance planning
and emergency response situations.
The basic ethical goals of public health emergency preparedness and response are
¢+ Harm reduction and benefit promotion;
% Equal liberty and human rights;
« Distributive justice;
¢ Community resiliency and empowerment;
+¢+ Public accountability and transparency;
¢+ Public health professionalism; and
++ Responsible civic response.
Ethically responsible public health decision makers will
+«+ Be clear about the goals of a public health mitigation activity;
¢+ Be sure that a public health mitigation activity is based on the most reliable factual
information that is reasonably available to decision makers under the circumstances;
++ Be aware of the ethical values that are affected (promoted or undermined) by the
mitigation activity, both by the effects the mitigation activity produces and by the
ways in which the mitigation activity must be implemented and carried out;
¢ Be concrete rather than abstract in ethical thinking; put a face on the individuals and
groups who will be most directly affected by a mitigation activity; and
++ Be aware that the process of decision making leading up to the selection of a
mitigation activity can raise important ethical considerations in its own right.

L)

38




Ethical Goals of Public Health Emergency Preparedness and Response

1. Harm reduction and benefit promotion

PHEPR activities should protect public safety, health, and well-being. They should minimize
the extent of death, injury, disease, disability, and suffering during and after an emergency.

2 Equal liberty and human rights

PHEPR activities should be designed so as to respect the equal liberty, autonomy and dignity
of all persons.

3 Distributive justice

PHEPR activities should be conducted so as to ensure that the benefits and burdens imposed
on the population by the emergency and by the need to cope with its effects are shared equitably
and fairly.

4 Public accountability and transparency

PHEPR activities should be based on and incorporate decision-making processes that are
inclusive, transparent, and sustain public trust.

5 Community resiliency and empowerment

A principal goal of PHEPR should be to develop resilient, as well as safe communities.
PHEPR activities should strive towards the long-term goal of developing community resources
that will make them more hazard-resistant and allow them to recover appropriately and
effectively after emergencies.
Resilience is the capacity of a community (and of the individuals who comprise it) to

respond creatively, preventatively, and proactively to change or extreme events, thus mitigating
crisis or disaster. In the PHEPR context, we focus especially on the social or community

dimension of the concept. Social resilience is defined by Adger as “the ability of groups or

39



communities to cope with external stresses and disturbances as a result of social, political and
environmental change. This definition highlights social resilience in relation to the concept of
ecological resilience which is a characteristic of ecosystems to maintain themselves in the face of
disturbance (51).” Resilient communities have robust internal support systems and networks of
mutual assistance and solidarity. They also maintain sustainable and risk mitigating relationships
with their local ecosystems and their natural environment (52-54).

Public health professionals and other leaders should use the preparedness planning
process to empower communities by strengthening their social capital and to make them more
resilient, so that they can weather all hazards and emergencies—which are now inevitable
throughout the globe and no community is immune from them—with as little damage as
possible, recover from disasters effectively, and return to civic health (55-59).

What is the conceptual import of the concept of “resilience” and what are its implications
for public health preparedness? A resilient community is not simply one that is able to “bounce
back” or “rebound” to the status quo ante. This is the sense of resiliency prevalent in psychology
and medicine. However, in ecology and related fields, resiliency is the capacity of a (natural or
social) system to absorb external disturbances without losing its essential continuity and
coherence (51, 53, 60). Building the second conception of resiliency capacity into public health,
emergency planning opens up new possibilities for linking the underlying vitality and integrity of
communities and systems of social capital with the concepts of “preparedness” and “security.”

6 Public health professionalism
PHEPR activities should recognize the special obligations of certain public health

professionals, and promote competency of and coordination among these professionals.
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7 Responsible civic response

PHEPR activities should promote a sense of personal responsibility and citizenship.

Fulfilling These Goals: Aspects of Ethical Reasoning and Decision Making

When considering particular aspects of an emergency plan or policies that will govern the
response to emergency situations, public health officials and other stakeholders should consider
the following aspects of sound ethical analysis and decision making (33-35). Doing so in light of
the goals defined previously will provide a mode of ethical reasoning that is practical and should
be considered in the development of policy directives and training materials by CDC and other
public health authorities at the state and local levels. Ethically responsible public health decision
makers will adopt the following practices:

e Be clear about the goals of a public health mitigation activity. Identify the goals to be
accomplished by the mitigation activity and ascertain that these goals are consonant with
the widely accepted goals and objectives of the public health profession. For example, a
proposed mitigation activity that gives priority to protection of property over protection
of human life and health would be subject to special scrutiny and would require special
justification because it presumably would not be consonant with the standard goals of
public health.

e Be sure that a public health mitigation activity is based on the most reliable factual
information that is reasonably available to decision makers under the circumstances.
Identify and assess the available factual information. In making this assessment, decision
makers 1) should be careful to weigh the evidence indicating that the proposed mitigation

activity will be effective in attaining its goals; and 2) should not jump to conclusions, but
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should consider alternatives, i.e., is the proposed mitigation activity the only practical
alternative? Emergency public health decision making will always have to wrestle with
the reliability, the completeness, and the timeliness of the information available to it.
There is no such thing as perfect information, but that does not mean that decision makers
do not have a responsibility to use the best information they have. Arbitrary and ill-
informed decisions are not ethically acceptable, even in emergency situations.
Be aware of the ethical values that are affected (promoted or undermined) by the
mitigation activity, both by the effects the mitigation activity produces and by the ways in
which the mitigation activity must be carried out. Identify the values at stake in the
decision. Values are significant human rights, goods, interests, or states of affairs that
affect human flourishing. Almost by definition, public health will promote the values of
human life, safety, and health. However, public health activities encroach into an ethical
domain that is broader than specific public health values alone. Therefore, in an ethical
assessment of a mitigation activity, it is important to be aware of values concerning
liberty, justice and equality, dignity, respect, responsible stewardship of scarce resources,
transparency and accountability, maintaining public trust, and professional integrity (40).
Taking such values seriously involves asking the following kinds of questions:
How can we best achieve public health effectiveness with minimal coercion? Among
available alternatives, which mitigation activity is most efficient? Which is the least
harmful and burdensome? Are important individual rights or interests at stake in the
decision? Will the mitigation activity have effects that are fair and equitable; in other

words, will the benefits and burdens caused by the mitigation activity be distributed justly
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across the affected population? Can the mitigation activity be implemented in a respectful
and nondiscriminatory fashion?

Be concrete rather than abstract in ethical thinking; put a face on the individuals and
groups who will be most directly affected by a mitigation activity. One way to do this is to
perform an assessment that will identify the “stakeholders” in a decision. Stakeholders
may be defined as those whose rights or interests are significantly affected by a decision.
Special efforts should be made to include and to consider the interests of vulnerable or
marginalized stakeholders, who may not have the power to influence the decision unless
special provision is made to ensure their participation. For example, stakeholder
assessment asks, "Who will benefit from the proposed mitigation activity? Who will be
burdened by it? Who should have a voice in making the decision?"

Be aware that the process of decision making leading up to the selection of a mitigation
activity can raise important ethical considerations in its own right. Many times people
are so focused on content that they do not become self-consciously analytic and critical
about process. They focus on what is to be decided and forget the ethical importance of
how it is decided. Decision making process is as much an ethical issue as is the content or
the effects of that mitigation activity.

It is ethically important, therefore, to consider the process for making the decision
and the values that pertain to the process—participation, inclusiveness, public and open
deliberation, fair hearings, adequate technical support and expertise. It is also important
for public health emergency preparedness planners to consider the properties of the
decision-making process itself; it should be designed with checks and balances,

redundancy, feedback loops for learning from mistakes and for making mid-course
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corrections, and an appeals process to review decisions that come under challenge. The
types of questions that should be asked are, "Is the decision-making process fairly
representative and inclusive? Is it open and transparent? Is it intelligently responsive: that
is, does the implementation process include the capacity to monitor and evaluate progress
and to learn from mistakes or unanticipated consequences?"

Take steps to enable careful evaluation of the mitigation activity later. How will public
health planners know if a mitigation activity is successful, has met its goals, has been
implemented ethically, and has had good ethical effects? This brings the process full
circle, since having clearly defined and stated goals at the outset is a prerequisite for
proper evaluation later on. For example, ask such questions as, "What are our criteria of
evaluation? Are data being gathered, or records being kept such that it will be possible to
conduct an evaluation and assessment of the mitigation activity later?"

Be aware of and resist unwarranted urgency in implementing a mitigation activity.
Consider the timing of the mitigation activity in an analytic way. Avoid the exaggeration
of risk and worst-case scenarios. Resist precipitous action. This is particularly important
if one feels that the ethical analysis of a proposed mitigation activity is inadequate or
incomplete. Of course, excessive caution, weak resolve, and procrastination are
undesirable and often harmful as well. Leaders and decision makers have difficult
judgments to make, and what is needed is perhaps the ethical equivalent of “due
diligence.” For example, ask questions such as the following, "Why exactly does this
decision have to be made immediately? Is there time for the collection of additional

information or data without taking undue risk? Is there time for broader community
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consultation before a final decision has to be made, particularly if very difficult and

consequential ethical decisions have to be made?"

Saving Lives and Preventing llliness: A Broad Mandate

PART Il
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Saving Lives and Preventing IlIness

Key Points

The ethical objective of PHEPR is not only
to minimize morbidity and mortality, it also
includes protecting the common good, and
the objective of reducing morbidity and
mortality may sometimes have to be
subordinated to other objectives.

It is not the resulting “emergency plan” or
document per se that matters so much as
the planning process and activity itself,
stretching over several years, and revisited
and exercised periodically.

PHEPR activities should
protect public safety, health, and well-
being. They should minimize the
extent of death, injury, disease, and
suffering during and after an
emergency. It is important to notice
the difference between the public
health perspective on this objective
and the perspective traditionally

adopted by clinical medicine. What

has been termed the “rule of rescue” is very powerful in social and medical morality. Saving

lives has a very high, sometimes the highest, priority. “Above all, do no harm” is an enduring

tenet of medical ethics. However, the public health ethical objective of PHEPR is not only to

minimize morbidity and mortality; it also includes protecting the common good, and the

objective of reducing morbidity and mortality may sometimes have to be subordinated to other

objectives. Faced with a pandemic, infection control may take precedence over protecting those

most at risk of death. This will have a direct bearing on how vaccines and life-sustaining

treatment (ventilators, or intensive care units) are used (61).
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Minimizing psychological harm and trauma is equally important. In addition, even public health
emergency planning, and not just simply emergency planning from other perspectives, must be
concerned with minimizing economic loss, destruction of property, and the disruption of basic
social services. However, the scope of emergency planning does not stop there. It includes
environmental damage, loss of biodiversity and ecosystemic degradation. Such matters have both
short- and long-term effects on public health (8,19,62,63). PHEPR should be conceived and
practiced in such a way that it casts a very broad net. The importance of this has been
demonstrated repeatedly.

As horrible and deadly as it was, the injury and loss of life from the fire and smoke of the
exploding airplanes or the falling buildings were not the only public health disaster on September
11, 2001. The other, ongoing disaster was environmental: the effects of the collapse of the
massive twin towers and the subsequent human exposure to toxic materials during the event and
for months thereafter (64-66). Similarly, it was not so much Hurricane Katrina itself as the
collapse of the levies that brought New Orleans into a public health crisis, while underlying
social, economic and cultural conditions exacerbated it (14,15,67-73). PHEPR must include not
only planning for a catastrophic event per se but also must include upstream assessment and
preventive measures and downstream recovery and mitigation. Building codes and their
enforcement, as well as the proper maintenance of the aging infrastructure of U.S. cities, are also
components of PHEPR, for they too protect lives and defend health. The connection between
these upstream environmental and infrastructure issues and public health should be explicitly
recognized and acknowledged because their importance is often forgotten, and other factors like

cost savings and political expediency often overshadow them (74).
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It is not the resulting “emergency plan” or document per se that matters so much as the
planning process and activity itself, stretching over several years and revisited periodically. Plans
should not only be reviewed at regular intervals for currency, but they should also be evaluated,
using exercises or drills. Emergency planning produces much more than just a document; it sets
in motion a whole social complex—discussions, large meetings, small meetings, networks
among officials and professionals, local organizing and educational activity, creation of new
communication channels, and recruitment of specialized personnel or retraining of existing
personnel.

Moreover, the goal of harm reduction must be broad enough to encompass the social and
cultural dimensions of catastrophic events and how they are planned for and responded to in both
the immediate event and in the long term (75). PHEPR should strive to minimize long-term loss
of social capital, cultural disintegration, and social suffering. Both the bio-psycho-social model
of health that is widely accepted within the public health field and a growing body of
epidemiologic research indicate that the destruction of webs of supporting relationships and of
civic institutions can have significant effects on population health and well-being. All-hazard
emergency planning and response must protect not only the whole person (i.e., both body and
mind), but also organizations, systems of social functioning, and culturally meaningful ways of
life.

The paradigm of PHEPR that provides the most latitude for achieving high ethical
standards and ideals is a broad social model of emergency planning. It brings public health into
contact with similarly oriented perspectives and movements in cognate fields. It draws
orientation from social epidemiology and “place-based” (ecosystem landscape and built

environment) public health, community-based participatory research, deliberative planning, and
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the building of learning communities and learning organizations in management and leadership
science (76-78). It may even have an analog in law enforcement and criminal justice theories of
community policing (79).

This is an exceedingly broad mandate and a daunting task for PHEPR. Nonetheless, from
an ethical as well as from a public health point of view, nothing less than this broad mandate and

mission for planners will be truly adequate.

Placing Constraints on Individual Liberty

"The defense of liberty consists in the 'negative' goal of warding off interference. To
threaten a man with persecution unless he submits to a life in which he exercises no choices of
his goals; to block before him every door but one, no matter how noble the prospect upon which
it opens, or how benevolent the motives of those who arrange this, is to sin against the truth that
he is a man, a being with a life of his own to live...” "I wish to be the instrument of my own, not
of other men's, acts of will. I wish to be a subject, not an object; to be moved by reasons, by
conscious purposes, which are my own, not by causes which affect me, as it were, from outside

(80).” [Berlin 1969: 127; 131]
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Placing Constraints on Individual Liberty

Key Points
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The maxim of using the “least restrictive alternative” is a way of simultaneously
minimizing harm and respecting freedom in an emergency.

Restrictions of liberty are most readily justified when the restrictions are short-lived
and the damage done to the person thereby is reparable or compensable. Material
interests, such as confiscated or destroyed property or lost wages due to mandatory
social distancing measures are compensable; loss of dignity, failure to be treated as an
equal and with respect, or suffering, stigmatization and loss of privacy may not be.
The infringement on liberty will not be as severe if the person being restricted
perceives that the restriction has been determined in a fair and reasonable way. Many
times, it is not the restriction of freedom of movement or freedom of choice per se
that is offensive, but the suspicion that it represents a discounting of the worth of the
person being restricted.

Emergency plans should respect the privacy and confidentiality of individuals who
have to be restricted, and should protect them from undue social stigma and
humiliation.

For the most part, a voluntary compliance approach is ethically superior to mandatory
compliance, assuming that the necessary behaviors can be achieved.

When it is clear that individuals pose a serious risk to others by their unwillingness to
comply with behavioral restrictions, there is clear ethical justification for compelling
them to do so.

Attempts at correcting misinformation and at rational persuasion should be made
before more punitive or physical measures are used.

If mandatory restrictions on liberty are ever chosen by public health planners and
policy makers, they have a responsibility to ensure that adequate resources are
available to enforce those requirements fairly and humanely.

Emergency situations and personal liberty are rather like oil and water. There is a long

tradition of civil liberties in this country, but ethics and the law have always recognized that

rights and liberties can be temporarily overridden during an emergency situation when

substantial harm to others is impending. Such temporary power has the potential for being

extended in unjust ways and abused. A sensitivity to past abuses within public health itself has

grown, and public health planners are, or should be, acutely aware of past restrictive measures
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that were justified on grounds of public health necessity but were later revealed to be instances of
outright racism, social animosity, and invidious discrimination (30,81). Medical or
epidemiologic necessity often seems more objective and clear-cut than it really is. It can lead to
premature closure in considering policy options. It is an ethical mistake to be underinclusive in
imposing restrictive measures because excess harm will result, but it is also ethically wrong to be
overinclusive, for then the important values of liberty and rights have been sacrificed to no
purpose of corresponding moral weight.

In 2001-2002 these difficult issues were brought out in the open and made the subject of
a wide-ranging debate by a joint project between CDC and a team of legal scholars from Johns
Hopkins University. This project produced the Model State Emergency Health Powers Act (82).
A review of existing state laws found much inconsistency and many instances in which state
authorities might not have a legal basis for taking the steps necessary in a public health
emergency. The Model Act identified a wide range of powers to be granted to state governors,
for a limited time, in the event of a properly declared emergency. Involuntary quarantine,
invasive medical treatment without patient consent; commandeering and destruction of private
property by the state—all of these legally extraordinary practices and more were proposed for
debate.

One of the principal authors of the Model Act argues that its measures are in keeping
with a long-standing legal and ethical framework in the liberal democratic tradition in which
personal liberty is balanced against preventing harm to others, and the interests of particular
individuals are balanced against the public interest (82). Central to this analysis is the notion of a

threshold restriction on individual liberty. Policy and public health authority should calibrate the
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lowest threshold of restriction that is compatible with meeting the public health and safety
objective in question.

Similar notions are in fact widespread in public health ethics and in ethics generally. The
maxim of utilizing the “least restrictive alternative” is a way of simultaneously minimizing harm
and respecting freedom in an emergency (41,83). However, this idea is limited by the fact that it
seems to presuppose that it is known where the objective threshold of liberty restriction lies (e.g.,
what subset of persons to quarantine because they pose the true risk of spreading disease when it
IS not necessary to quarantine the entire group) (41,84,85).

Over inclusive restriction of liberty is problematic, of course, because it has untoward
side effects (20,86). It wastes scarce resources to maintain a large restricted population and to
ensure compliance. It takes persons who have been unnecessarily restricted away from more
productive activities. The core of the problem raised by the use of liberty-limiting public health
mitigation activities, however, is that they override something that arguably is of intrinsic value
and something that we all have a duty to respect. That is the value of individual liberty and
respect for the right of adults to make judgments for themselves concerning precautions,
prudence, and balancing safety and risk reduction against other personal values and priorities
(21). The noted British political philosopher, Sir Isaiah Berlin, gave one of the best expressions
to the core value of liberty in the words quoted as the epigraph of this section.

It is easy to say that when protecting life and respecting liberty conflict, one must err on
the side of life. Public health professionals may feel that the protection of health justifies the
restriction of liberty as well. Restrictions of liberty are most readily justified when the
restrictions are short-lived and the damage done to the person thereby is reparable or

compensable. Material interests, such as confiscated or destroyed property or lost wages due to
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mandatory social distancing measures, are compensable; loss of dignity, failure to be treated as
an equal and with respect, or suffering stigmatization and loss of privacy might not be. It is
always important for those in authority, and this applies as well to those with benevolent
motives, to recognize the fallibility of their judgment and their ability to foresee all the results
and consequences of public health policies that restrict individual self-direction, liberty, and
freedom of choice. The balance between preventing harm and respecting liberty is not as easily
struck as it may first appear, particularly in the context of public health emergency planning.

Like the idea of using the least restrictive alternative means to achieve a public health
objective, the moral equivalent of the judicial notion of due process is a guide for striking the
right balance under conditions of uncertainty. PHEPR should respect the right of persons not to
be denied liberty or property in an arbitrary, discriminatory, or unnecessarily restrictive way. The
infringement on liberty will not be as severe if the person being restricted perceives that the
restriction has been determined in a fair and reasonable way. Many times, it is not the restriction
of freedom of movement or freedom of choice per se that is offensive but the suspicion that it
represents a discounting of the worth of the person being restricted.

Similarly, when a person’s liberty is restricted, the manner in which that person is treated
has a large impact on the underlying value of respect for persons. Emergency plans should
respect the privacy and confidentiality of individuals who have to be restricted, and should
protect them from undue social stigma and humiliation. Also, the balancing of liberty against
other values so that respect for persons is not undermined can be achieved when plans make
special accommodation and provision for those with special needs or impairments who will
suffer disproportionate burdens or be denied rightful benefits if their impairments are not

compensated for by environmental mitigations, special equipment, resources, or services.
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Voluntary versus Mandatory Compliance Policies

The issue of voluntary versus mandatory compliance policies has a specific bearing on
the problem of ethically justified limitations on liberty. Public health emergency plans are replete
with features that essentially tell individuals what they should do under specific circumstances.
Not only in emergency situations but in all of public health, behavior modification is one of the
principal tools for limiting disease and promoting health. In emergency situations, and therefore
also in emergency planning, the stakes are higher and noncompliance has more serious and
immediate consequences.

For the most part, a voluntary compliance approach is ethically superior to mandatory
compliance, assuming that the necessary behaviors can be achieved. Self-imposed quarantine in
one’s home rather than in a supervised facility is one example. Social distancing orders without
too much in the way of surveillance and enforcement are another. Voluntary compliance has a
strong role in public health emergencies because people are fearful for their own lives and health
and see that the restrictions are beneficial; people also feel in their conscience the importance of
not putting others at risk by failure to comply with the emergency plans requirements.

Nonetheless, when it is clear that individuals pose a serious risk to others by their
unwillingness to comply with behavioral restrictions, there is clear ethical justification for
compelling them to do so. Similarly, when it is believed on the basis of sound evidence that large
numbers of people in the population are unlikely to comply with various restrictions voluntarily
(a curfew or home quarantine, for example), mandatory policies backed up by law enforcement
are justified, although they should be used with the utmost restraint and judiciousness.

Mechanisms for individual hardship appeals should be readily available.
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Situations of justifiable coercion exist, but they should be arrived at gradually. Attempts
at correcting misinformation and at rational persuasion should be made before more punitive or
physical measures are used. This standard applies both in cases of harm to others, where ethical
justification is relatively straightforward, and in the more difficult cases of noncompliance
involving only harm to self (87,88).

In the PHEPR context, it is unlikely that too much time or energy will be expended on
those whose behavioral limitations (or noncompliant behavior) poses only a risk to themselves
(89-92). Rescue workers during a flood will not linger too long to persuade a person to leave
their home when there are still many other people up the street awaiting rescue. Also, the scarcity
of time and human resources raises the question of whether it is fair to others to take the
additional time necessary to gradually work through the steps along the spectrum from
persuasion to coercion. Moreover, attempts to use physical coercion by those not properly
trained in such techniques will put both themselves and the noncompliant individual at risk.

If mandatory restrictions on liberty are ever chosen by public health planners and policy
makers, they have a responsibility to ensure that adequate resources are available to enforce
those requirements fairly and humanely. This is but one example of the general proposition that a
part of ethically responsible PHEPR is to provide adequate training and materials to public health
workers and other public safety officials and first responders so that they can do their jobs
effectively and safely. Risk inherent in the situation does have to be accepted by those who
volunteer to serve, but risks that are artifacts of poor planning and policy are unjust and should
not be imposed on anyone. One can easily realize how much PHEPR involves matters of ethics

by remembering the consequences of not doing it well.

54



Allocation of Resources

Perhaps the most pressing, difficult, and anxiety-provoking ethical issues prompted by
disaster preparedness and mitigation activity concern the problem of distributive justice. If a
pandemic of avian influenza were to strike the United States, who should be given priority in the
distribution of scarce vaccines, antiviral medications, and ventilators? When the next devastating
hurricane overwhelms coastal communities, which affected neighborhoods or population groups
should be evacuated first? Should society invest significant resources to try to rescue those who
have chosen to remain in place? If the United States experiences another anthrax attack, should
antibiotics first be given to politicians or postal workers? In the face of death and scarcity of
resources, the old questions remain as relevant and disturbing as ever: Who shall live when not

all can live? How shall we choose who lives and who dies?
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Allocation of Resources

Key Points
¢ Thinking about just allocation of resources in the context of a public health disaster
is complicated by chaos during the response phase, pervasive uncertainty, lack of
consensus on the relative merits of stockpiling or building up basic infrastructure,
and pervasive value conflicts, such as maximizing public welfare versus fairness or
equity.

¢ It is important to think about, and try to reach consensus on, allocation issues well in
advance of a crisis.

++ In addition to traditional utilitarian goals of public health, e.g., maximizing the
number of lives saved or the number of quality-adjusted life years, public health
should seek to achieve fairness or equity by focusing efforts on the most vulnerable
sectors of the population, e.g., the poor, racial minorities, and people living with
disabilities.

¢+ Since there does not appear to be a single right answer to the question of how
efficiency and equity should be balanced in responses to public health crises, it is
crucially important to develop a fair process that will both effectively engage the
public in planning and lend moral legitimacy to the results of deliberation. Even if
there is no consensus on a single correct way to balance efficiency and equity, it
might be possible to achieve a greater degree of consensus on what would be a fair
process for coming to a decision.

The elements of fair process include:

Transparency and publicity;

An appeals process;

Resorting to publicly available, nonsectarian reasons in attempting to justify policies,
and;

++ Active engagement with stakeholders.
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In addition to these urgent questions posed at the point of distribution in the trenches,
society faces equally difficult policy choices concerning how much to spend on the production
and stockpiling of medicines and materials in anticipation of a crisis, particularly when those
resources will go to waste if a crisis does not occur as feared. Suppose policy makers take the
seemingly prudent course and decide to stockpile vaccines, antiviral drugs, antibiotics,

ventilators, hospital beds and other life-sustaining resources. How large a stockpile should they
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create, and at what cost? As the richest nation on earth, perhaps we should attempt to create a
cache of goods so massive that it might preclude the necessity of rationing should disaster strike.
However, given the equally massive opportunity costs  involved in such an undertaking, the low
likelihood of disasters actually striking at any particular place and time, and the need to
constantly replenish aging stockpiles of dated drugs, perhaps it would be better to deemphasize
the importance of stockpiling in favor of building up a basic public health infrastructure and
hospital overflow capacity. If it is decided to stockpile, how much of current public health and
national budgets should be devoted to this enterprise, and what sorts of items constitute the best
candidates for this purpose?

Questions of justice often achieve special saliency in the course of disasters because
disasters often feed upon and exacerbate deep-seated, chronic, and pervasive patterns of social
injustice that precede them. Hurricane Katrina provides perhaps the most graphic illustration of
this phenomenon. Although that natural disaster wreaked havoc upon rich and poor alike, the
poor and marginalized, neglected for so long, bore the brunt of the catastrophe (12). The faces of
the displaced and desperate survivors in the New Orleans Superdome were by and large the faces
of poor and middle-class African-Americans who lacked the money or the means to escape from
the rising waters. Many of the medically and socially worst off citizens of that city, e.g., those
with physical and mental disabilities and their families, never even made it to the Superdome,
victims of drowning in their own homes or on the lower floors of abandoned facilities. Disasters
thus tend to highlight and exacerbate the deep social fissures and chronic social injustices that

haunt our society.

“ Here we follow the standard meaning of this term in economics, where the “opportunity cost” of any given public
expenditure, X, is the value of those alternative opportunities society must forego because of a decision to spend
money on X rather than on those other things.

" For information on current stockpiling goals and procedures, see: http://www.bt.cdc.gov/stockpile/.
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Why Deliberating about Disasters and Justice is So Difficult

Even under the best of conditions, thinking about the nature and demands of justice is
difficult and contentious. As with any area of philosophy, fundamental questions of justice
generate conflicting answers and rival “-isms”— e.g., utilitarianism, egalitarianism,
libertarianism, and communitarianism. Even beyond the usual problems posed by the essentially
contested nature of philosophical argument, there is ample reason to worry that thinking about
justice in the context of disaster planning and response will face particularly vexing obstacles.
First, some might argue that thinking about just responses to disasters is pointless precisely
because disasters, by their very nature, tend to overwhelm a society's capacity for rational
thought and planning. Large-scale disasters engender large-scale social chaos. Reliable
information is scarce, resources are quickly tapped out, front-line responders are stretched to the
breaking point, and the desperately needy in ever greater numbers cry out in anguish for rescue.
In the fog of chaos, one might argue, thinking about justice is a distracting waste of time; the best
we can do is rely on ad hoc, seat-of-the-pants judgments and muddle through as best we can.
Although the chaotic aftermath of any given disaster is a context particularly ill-suited to
measured deliberations bearing on distributive and procedural justice, this does not warrant
mitigation activities guided exclusively by considerations of efficiency, the greatest good of the
greatest number, or a kind of amoral realism in which might makes right. On the contrary, the
ability to predict in advance the fog of chaos makes it all the more imperative to deliberate about
just responses to disasters well before they occur.

A second, more significant difficulty is posed by a question at the very heart of disaster
planning: What share of the health-related budget should be directed at future planning

specifically for various kinds of disasters, and what share should be devoted instead to the
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establishment and maintenance of a robust public health infrastructure capable of providing
sturdy all-purpose defenses against a wide variety of both current and future threats? The danger
here is that planners might be seduced into irrational thinking by the prospect of a bioterrorist
attack that threatens catastrophic losses but whose probability of occurring is actually quite low.
(For an analogous example of this kind of thinking, one prominent public official has opined that
in the context of the post-9/11 world, “...if there’s a one percent chance that Pakistani scientists
are helping al Qaeda build or develop a nuclear weapon, we have to treat it as a certainty in terms
of our response.” [93]). Obviously, this way of approaching problems focusing narrowly on the
worst possible scenario can often lead to counterproductive results.

The questions arise, then, regarding whether the national interest will be best served by
insuring ourselves against such high-damage/low-probability future threats, or by investing in
strengthening public health defenses against any and all present and future threats to the public’s
health. More concretely, should government spend the greater part of its preparedness budget on
shoring up the capacity of biological and chemical laboratories, which are used every day, or
should it also invest heavily in building laboratory capacity against future radiologic attacks that
might never take place?

Unfortunately, there is no clear-cut theoretical solution to this problem. Rational
prudence would dictate some form of social insurance against the prospect of catastrophic
disasters, especially for a rich country like the United States. Once disaster strikes, the public
will want to know whether its worst effects could have been foreseen; and if they could have
been foreseen, why they were not prevented. In retrospect, spending additional millions of
dollars in the year 2000 on shoring up the levees protecting New Orleans would have been the

obviously prudent choice. On the other hand, spending millions or billions annually to prevent
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potentially catastrophic events with an extremely low probability of occurring might turn out to
be the public health equivalent of the Maginot Line.*

A third problem underscores the more general issue of uncertainty in disaster planning.
That is that the inability to make accurate predictions extends not simply to whether or not a
particular sort of disaster is going to occur, but also to the magnitude of all impending threats and
to the particular populations or age cohorts that might be most threatened by them. Planning for a
pandemic of influenza implicates many such uncertainties. Before a pandemic emerges from its
incubator, health officials will not know what specific virus to target with a specially crafted
vaccine, what range of effects antiviral drugs will have against it, and which age or population
groups will be most severely affected (94). The lesson to be drawn from the existence of such
pervasive uncertainty is that whatever conclusions we reach about the justice of any proposed
mitigation activities must be considered provisional and subject to revision over time as the
disaster unfolds. Flexibility in response to changing conditions and evolving knowledge will be
crucial to successful disaster planning and mitigation activity.

A fourth difficulty for thinking about the justice of disaster responses stems from the
existence of conflicting values at stake in such situations. The task would be considerably easier
if disaster mitigation activity implicated only a single overarching value, such as saving as many
lives as possible. In such a case, planners would simply have to identify the dominant value and
then array resources so as to afford it maximal protection. Unfortunately, the fact of scarcity
often throws into relief several conflicting values that vie for our attention and resources, both in

normal everyday life and especially during disasters. In the example of pandemic influenza,

* The Maginot line was a chain of defensive fortifications built by France on its eastern border between World War
I and World War I1. It was designed to stop any future invasion by Germany, but in World War 11, the Germans
conquered France by going around the Maginot line to the north.
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priority setting with regard to the deployment of scarce vaccines or antiviral drugs might well be
directed at saving the most lives, but priority might also reasonably be given to preserving vital
social and economic infrastructures, to safeguarding the young rather than the elderly, or the
disabled rather than the able-bodied. Here too, there is no reliable societal consensus regarding
the proper weight that should be attributed to some conflicting values, and this will make it
difficult, if not impossible, to resolve rationally many disagreements over the justice of disaster
mitigation activities. Many such conflicts involve tradeoffs between the maximization of certain
values (e.g., lives saved or quality-adjusted life years [QALY] secured) and the equitable
distribution of resources. That is, in many cases securing the “best possible” results, however
defined, might conflict with exhibiting the sort of concern demanded by justice for every group
potentially affected by these decisions. Such conflicts between achieving maximal efficiency and
the equitable treatment of all concerned go right to the heart of just disaster planning and

mitigation activity.

Conceiving Justice as Efficiency and Equity

For most of its long history, the field of public health has defined itself and its guiding
orientation in opposition to the practice of clinical medicine. Whereas medicine’s focus is the
individual patient, public health has focused on the health of entire populations; and whereas
medical ethics has in large measure been guided by individualistic and deontological (duty-based
and rights-based) norms of fidelity to the interests of individual patients, public health has
gravitated towards a largely consequentialist and social welfare—oriented or utilitarian ethic
focusing on maximizing population health. Traditionally, the norms animating the enterprise of

public health have tended to place the safeguarding of public health and safety above the
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concerns of individuals whose condition or behavior might threaten society’s wellbeing. In many
ways, this focus on the maximization of good consequences comes naturally to public health, as
does a utilitarian conception of justice that holds that a pattern of distribution of benefits and
burdens across a population is just (or ethically justified on grounds of justice) when that pattern
maximizes aggregate net benefit or provides a greater aggregate net benefit than any other
practical alternative. For utilitarians, the maximization of welfare is the very definition of justice
(95).

However, the traditional ethical orientation of the field of public health has not defined
justice only in terms of maximizing aggregate net benefit; public health is also deeply committed
to a view of justice that is concerned with the fairness and human impact of the way benefits and
burdens are distributed in society as well as the aggregate results of that distribution. This
emphasis on the protection of basic needs of all individuals and groups and on the equity of
distribution has no doubt accounted in large measure for public health’s traditional focus on the
poor and dispossessed within society. Given the historical and epidemiologic correlation between
poverty and disease, it should not be surprising that public health has adopted a special concern
for the health needs of the poor and marginalized sectors of society. Whether one is attempting to
combat the HIV epidemic, drug-resistant tuberculosis, or the after-effects of a devastating
hurricane, the surest route to achieving maximal health returns is to focus attention on the plight
of the poor, whose living conditions create efficient transmission of infectious diseases and the
most likely victims of natural disaster. Efficiency and health maximization are not the only
reasons for a special focus on the poor and socially vulnerable, but they are powerful reasons
nonetheless. In sum, the tension between efficiency and equity—bang for the buck and

fairness—Iies at the heart of the problem of distributive justice as it pertains to public health.
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Conceiving of justice as efficiency or the maximization of results prompts the question:
Maximization of what? Different answers to this question will yield different policy
recommendations, both in public health and in disaster planning. First, one might view utility or
general welfare as the maximand, which would lead to adopting a straightforwardly utilitarian
theory of public health justice. In this view, actions and policies should be governed by social
value criteria that include but transcend a concern for health outcomes. In the context of disaster
mitigation activity, such a theory of justice would give priority not only to front-line public
health workers but also to key political decision makers and to workers in industries critical to
economic welfare. Pushed to a logical extreme, such a theory could countenance prioritizing
young healthy workers for pandemic influenza vaccine on the grounds that the greatest economic
cost exacted by an influenza pandemic would be attributable to massive loss of life in the healthy
working population.

In general, utilitarian theories of such broad scope are not appropriate for decision
making, either within health policy or public health, where the target of justice should remain
focused upon health outcomes. This would still permit planners to prioritize front-line public
health workers, vaccine manufacturers and transporters, and other personnel indispensable for
maintaining vital infrastructures both in health care and public health. Still, focusing exclusively
or primarily on health outcomes creates the task of determining which health outcomes are the
most appropriate target for public health mitigation activities in time of crisis. Should the
maximand be some sort of quantitative measure, such as quality-adjusted life years (QALY's) or
disability-adjusted life years (DALYSs)? According to these methodologies, people rate various
states of health and well-being ranging from 0 (death) to 1 (perfect health). Then a mitigation

activity’s likely effect on quality of life (e.g., moving a patient from .7 to .9) is multiplied by the
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effect’s duration and, finally, by the number of people thus affected. The cost per QALY can
then be computed by dividing the estimated total bill by the number of QALY's promised by a
particular mitigation activity. Formulas like this are intended to focus spending on those
procedures that promise the most health-related bang for the buck.

Although methods of this sort have proved useful in setting priorities in health policy and
public health, they remain highly controversial, primarily because of their tendency to obscure or
preclude tradeoffs between the maximization of health and other important values. Critics
charge, for example, that QALY/DALY approaches tend to give short shrift to the elderly and
the disabled on the grounds that money spent on them will not generate as many QALYSs as care
given to younger people or to those who can be returned quickly to normalcy. The worry, then, is
that such approaches are inherently discriminatory towards those who are often regarded as the
most vulnerable or needy.

A third interpretation of the object to be maximized would simply target the number of
lives saved with available resources, regardless of the number of QALY those lives have to
offer (96). This simple and clearly stated objective has intuitive appeal. It would give priority to
those who are most at risk for death or serious morbidity, and to whose cure or rescue has the
highest chance of success. Those whose rescue or cure would require extraordinary expense or
who most likely would not respond to treatment (e.g., elderly, immunocompromised nursing
home residents) would not be favored. A distributive principle framed in terms of saving the
most lives would also avoid some of the problems inherent in more utilitarian views. For
example, unlike some applications of utilitarianism that strive for maximal economic or social
benefit, it would not give priority to politically and economically favored sectors of the society,

and would thus be less likely to erode social trust among the population at large.
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Although the “most lives saved” metric meshes nicely with the population-based
approach of public health, and although it might provide reliable guidance in many contexts, it
too is vulnerable to the criticism that it ignores or precludes other important values. Like the
QALY method and all conceptions of justice as the maximization of some value or other, this
approach can be faulted in some contexts for ignoring the fairness of its favored distributions
(97). In addition to producing the greatest amount of overall welfare, the most QALY per dollar,
or the most lives saved, a theory of justice is also expected to “give everyone their due.” For
some alternative approaches to justice, this will mean giving priority to the worst off or the most
vulnerable, or ensuring that everyone has a fair chance at benefiting from a given distribution, or
that everyone’s basic, human needs are satisfied—regardless of the impact of such prioritization
on our ability to maximize anything. Such alternative approaches are referred to as theories of
“Justice as equity.”

According to this rival conception of justice, these equity concerns can function either as
external checks and balances imposed upon the field of public health conceived as a health
maximizing enterprise, or they can be embraced within an alternative, more capacious
conception of public health as an enterprise at the service of social justice. With either
interpretation, the traditional public health focus on the poor and marginalized can best be
explained not simply as part of a health maximizing strategy, although it is surely at least that,
but rather by viewing priority for the poor and marginalized as a demand of social justice (39). In
this view, those whose basic needs have not been met by society, those whose fundamental
human capacities have been systematically stunted by unjust social institutions, have the greatest

claim on resources at the disposal of public health.
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At the very least, justice as equity would mandate various checks on the achievement of
greater population health at the expense of individual rights, e.g., through the precipitous
isolation of infectious but compliant individuals. At most, it would claim that a concern for
human rights is an integral aspect of the mission of public health. In the context of disaster
mitigation activity, justice as equity might mandate priority for the poor, people living with
disabilities, and the socially isolated. Moreover, a more controversial equity-based view might
give priority to saving the young (e.g., in a context of pandemic influenza) before the elderly, not
on the convenient ground of social utility, but rather because justice demands it. In this view, the
elderly have already lived (most of) their lives; they have already played out their “fair innings”
(98). Children and young adults, on the other hand, have yet to live out their allotted span of
innings and thus have a greater claim to public health resources.

The equity perspective thus complicates the task of doing justice in the context of public
health disasters. Whether equity concerns are viewed as externally imposed checks on the
achievement of public health goals, as the traditional view would have it, or as internally
articulated priorities of public health, the maximization of good consequences will have to be
weighed and balanced against countervailing values. This tension poses a fundamental problem
for a theory of public health justice because there is no consensus, either within society at large
or within the ranks of philosophers, on exactly how such conflicts of value should be resolved.
Most of us believe that equity concerns should temper the achievement of maximal health-
related results, at least to some extent, but there is reasonable disagreement in many cases on
how far the scales should tip in the direction of priority for the poor, the disabled, the vulnerable,
or the young. What costs in terms of overall population health outcomes is a society willing to

pay to safeguard the basic interests of various vulnerable groups? Even if we could all agree that
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those who are worst off deserve some degree of priority, concentrating resources on the
desperately sick might in some circumstances be terribly inefficient at saving the most lives (99).
Suppose, for the sake of argument, that vastly more people could be saved during an
influenza pandemic by targeting vaccines at school-age children, who quite efficiently transmit
infectious diseases to their families and, in turn, to the society at large. Would justice demand
that priority be given instead to debilitated, immune-system—depleted, elderly nursing home
patients, who might plausibly be defined as the most vulnerable group? It is not at all clear that
justice would demand such a dramatic tradeoff with efficiency, defined as the ability to save the
most lives. At this point, theories of justice appear unable to resolve such reasonable
disagreements. Certain ethical principles might be clearly wrong (e.g., “Let the free market
decide who shall live”) or unfair in application (e.g., a lottery), but many proposed trade-offs
between the maximization of health and conflicting equity concerns appear to fall within a range

of ethical acceptability, even if none may strike us as uniquely just or ethically correct.

From Substance to Process

Because theories of justice do not yield univocal solutions to such balancing problems,
political philosophers are increasingly recommending processes of democratic deliberation as a
crucial supplement to substantive theory (99,100). In this view, a number of possible trade-offs
might be plausibly justified by conflicting sets of values, so the task is to formulate fair rules for
a process that will serve to legitimate a particular social choice. The focus here is not on
theoretical correctness, although it is often assumed that all the live policy options on the table
will be “just enough” or not demonstrably unjust; rather, the focus is on legitimacy, or the

question of why free and equal citizens should accept any given political decision, especially
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those bearing on tragic choices of life against life. All persons believe that their life is of equal
value to the lives of others, so if any particular tragic choice favors others over us or our loved
ones—e.g., if a decision has been made to give a ventilator or vaccine to someone else, and if we
are likely to die or suffer greatly because of that choice—we will certainly insist upon knowing
who made the decision and what reasons have been given to justify it. Above all, we will seek
reassurance that the decision was fair and that it was reached by a fair process.

Typical requirements for fair process include the following:

e Publicity or transparency in decision making. Contrary to those who believe that such
tragic choices will prove socially toxic to a public unwilling or unable to contemplate
them (101), the partisans of deliberative democracy hold that when it comes to matters of
social justice, and especially to matters affecting who shall live and who shall die,
publicity and transparency about the grounds for decisions is a prerequisite of their
legitimacy. Those who might have to pay the ultimate price of rationing decisions have
every right to know how those decisions were reached and on what grounds. Secrecy or
the rule of experts behind closed doors is by nature an unaccountable decision procedure
that can obscure all manner of stupidity and injustice, including favoritism for one’s
family or social group and discrimination against minorities or the socially marginalized.
Thus, in addition to being a precondition of legitimacy, publicity can help guarantee that
decisions will be as well informed as possible and, hence, will tend to be more
substantively correct or just over time than decisions reached in secret. As an example, an
economic study has been unable to document a single instance of large-scale famine in

open, democratic societies with a free press. By contrast, examples of famines or horribly
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managed natural disasters are depressingly easy to document among secretive military
regimes (102).

An appeals process. Those who disagree with a certain value ordering or who believe
they or others have been unfairly disadvantaged by a social choice should be able to
appeal the decision to responsible and responsive authorities. This will help ensure that
principles are being fairly applied and that decision makers remain open to the lessons of
new experiences and arguments. The existence of an appeals process testifies to belief
that all persons are equal in moral status and have a right to have their grievances aired
and addressed. When conjoined to the publicity condition, the appeals requirement can
provide society with a public record of criticisms bearing on allocation criteria and of
official responses to them. (Obviously, an appeals process without a publicity condition
would be useless, as one would have no idea what exactly to protest.) This sort of record
can function analogously to the body of appellate decisions in common law systems like
that in the United States, where principles constantly undergo reinterpretation and
specification in light of new fact patterns and fresh perspectives on value orderings.
Public scrutiny of this public record of criticism and official response could help detect
and rectify inconsistencies in past patterns of decision making, and public officials would
have to either abandon or defend such choices (e.g., on the grounds of differing
circumstances). Ideally, the result could be a growing body of increasingly sophisticated,
morally justified and politically legitimate case judgments that could inform future
policy.

The relevance condition. Some defenders of deliberative democratic procedures have

proposed that limits be placed on the kinds of reasons that might legitimately be
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advanced in such public deliberations (99). The only reasons that should count in public
allocation decisions in health care or public health are those that could be accepted as
relevant by fair-minded people who are disposed to find mutually justifiable terms of
cooperation. Perhaps more sharply put, this means that appeals to reasons, evidence or
principles that could only be accepted by those already committed to some sectarian (i.e.,
religious) viewpoint will be ruled out of order.

This limitation on public deliberation is suggested for two reasons. First, coming
to broadly acceptable social decisions on such morally and politically fraught issues is
difficult enough without having to wade through fundamental and rationally
irreconcilable religious commitments bearing on life, death, and our place in the universe.
Second, the relevance condition is advanced in order to protect free and equal individuals
from the imposition of public policies whose grounds (in sectarian religious doctrine)
they could not freely accept. In the context of abortion and physician-assisted suicide, the
imposition of sectarian religious beliefs upon the entire body politic has been said to
amount to a kind of tyranny (103).

As opposed to the publicity and appeals conditions, this relevance condition is
controversial and potentially problematic (104). Although designed to simplify public
deliberation by bracketing highly contentious religious appeals, this condition leaves in
place many equally contentious claims emanating from ethical or political theory on
which many reasonable people can and do vehemently disagree. As a result, the process
of deliberation is not likely to be substantially facilitated by automatically discounting
certain beliefs or arguments because of their religious provenance. In addition, many if

not most, persons’ approaches to questions of ethics and public policy are no doubt in
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large measure shaped by their own religious commitments. To officially rule out all such
religious sources would thus have the effect of disenfranchising a large segment of the
population from the deliberative process, and would no doubt be interpreted by those
excluded as a kind of demeaning marginalization. This problem could, however, be
ameliorated somewhat by interpreting the relevance condition as excluding only those
religious arguments that could not be given a secular translation. For example, religious
arguments for racial integration and against legal segregation could be stated either in the
language of the Hebrew prophets used by Martin Luther King or in the language of
justice and equality. King’s biblically-based preaching for social and legal equality would
thus not run afoul of the relevance condition.

Democratic participation/involvement of stakeholders. A major theme in much
commentary on democratic deliberation is the need for greater citizen participation in
public policy decision making. For policies to achieve genuine legitimacy in the eyes of
the public, more is needed than publicity and an appeals process. Notwithstanding their
crucial importance, those two conditions cannot do much to allay the perception on the
part of many that life and death policies in public health are imposed upon them from on
high by distant bureaucrats.

The primary remedy for this perception is greater involvement of the public in
public policy formation. The guiding idea is that those whose interests are affected by
public health policies, and especially those who are negatively affected, will be more
inclined to view such policies as legitimate and fair if they (or others like them) have had
a voice in the development of such policies. So it behooves decision makers in

government and public health to strive for enhanced public participation, not only
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because such participation is a source of legitimation, but also because it is the best way
to secure crucially important collaboration between public health officials and the public
in a common, communal effort to secure the public’s health (105). The Oregon Medicaid
rationing experiment provides a good illustration of this point. Despite many warnings
that the public could never accept transparent discussions bearing on the rationing of
health care, Oregon seems to have been largely successful in its effort to solicit public
engagement and support for explicit health-care rationing (106).

Although there is widespread agreement on the desirability of enhanced public
participation in the policy formation process, it is less clear exactly what such
participation would look like. There is, in fact, widespread disagreement on the exact
form that such participation should take, who should be asked to participate, what should
be the ground rules for discussion, what information should be provided, and how to
judge the results. There is, moreover, some well-founded skepticism that inviting various
stakeholders or community representatives will automatically ensure the democratic bona
fides of deliberative outcomes. Great care must be taken to secure broad representation of
affected populations, especially among those who are the least well off, most in need, and
least politically connected.

Although grappling with the fine points of the democratic participation condition
is a daunting task, and although we are nowhere near knowing enough about this process
to advance confident practical conclusions in this white paper, we view this as a crucially
important condition for the legitimacy and acceptability of public health decision making
bearing on the allocation of scarce resources, and we encourage efforts on many fronts to

experiment with different routes to greater and more effective democratic participation in
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the deliberative process (48,105,107). Although a robust emphasis on establishing fair
processes is unlikely to solve all problems in this area, and although vexing and divisive
issues of moral principle may well resurface in debates over what exactly constitutes a
fair process (108), we are confident that a process viewed by most citizens as fair will
help lend legitimacy to public policy governing PHEPR and forge trust-engendering

bonds of social solidarity between public health officials and the general public.

Justice in Stages

Several different sorts of justice/allocation issues might arise during the planning,
response, and recovery phases of PHEPR, and these will be briefly discussed here. The planning
phase is a crucially important period for integrating justice-based concerns into disaster
preparedness. Because planners will not be able to deliberate in a serious or sustained way about
justice in the thick of a disaster, they should be asking right now what sorts of responses are
ideally (or at least adequately) just, and which processes for decision making are ideally or
adequately fair and legitimate. This is the period during which crucial decisions will have to be
made about what sorts of resources and how many of each should be stockpiled for eventual
distribution in a public health emergency, whether natural or manmade. It is also a time to
deliberate about the proper criteria for allocating scarce resources, to enlist the public’s
participation in this process, and to secure public support for whatever criteria are selected. This
is the time for asking and grappling with the difficult questions, such as whether age should be a
legitimate criterion for allocating ventilators or vaccines during a pandemic of influenza, and

what percentage of the national wealth should be allocated to helping other nations cope with
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threats that implicate all countries, such as pandemic influenza. This process should take place at
all levels in society, from town councils to CDC and beyond.

If this job has been done adequately during the planning phase, substantive criteria for
distribution and fair processes should already be in place awaiting deployment during the
response phase. This is not to suggest that advance planning will obviate the need for thinking
about justice in the thick of an emergency. Like war, public health emergencies have a way of
foiling the best laid plans and wreaking havoc with carefully wrought protocols. Resources will
be exhausted and personnel will be stretched to the breaking point, and no matter how much
planning has taken place, health officials will no doubt be surprised and confounded by events at
hand. Hard choices in the thick of disaster will have to be made.

In addition to the planning phase of PHEPR, the recovery phase is also a period when
serious considerations of distributive justice, equity, and fairness should be factored into policy
and decision making. Even as background social inequalities and special vulnerabilities may
magnify the disruptive effects of a public health emergency on certain individuals or groups, so
too will such background factors affect how readily certain segments of a community will be
able to recover and rebuild following a disaster event or emergency situation.

Justice during the recovery phase involves allocation of scarce resources among
individuals and groups in need, and it is closely tied to the notion of resilience at the level of
entire communities. A community marked by just social practices and a commitment to social
justice before an emergency is likely to carry that commitment through the emergency response
and into the aftermath and recovery period. Such communities are likely to be better able to
rebound quickly and recover effectively, and such communities will likely meet the benchmarks

of both justice and resiliency in their recovery process and outcomes. Resources will normally be
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scarce during the recovery phase, and the pace of rebuilding and recovery will not be the same
for everyone who needs these resources and assistance. Priorities will have to be set concerning
when and in what order people receive assistance, even if eventually there will be sufficient
recovery resources to go around.

Policies and decisions that meet the ethical tests of justice will not place an undue burden
on any one segment of the population in the recovery phase, and such policies will attempt to
bring about as even-handed and uniform a pattern of assistance and recovery as possible.
Generally speaking, priority in recovery efforts should be provided on the basis of greatest need
and greatest impact. Those who will be otherwise homeless, for example, might be given priority
on lists for temporary housing and shelters over those who have family or other private means of
temporary housing assistance. Those at greatest health risk because of the dislocation of their
ordinary routines and modes of living should be given special attention in preference to those
who are experiencing inconvenience but are not being placed at serious risk. Those whose small
businesses cannot survive a prolonged closure or period of inactivity might receive priority for
available business recovery loans.

Not only the fact of recovery assistance per se, but also the nature and timing of that
assistance are important factors in the distributive and priority-setting decisions in the response
phase of PHEPR. An old saying in the criminal justice context, “Justice delayed is justice
denied,” can be adapted to a similar maxim for PHEPR: “Assistance delayed is assistance
denied.” This consideration bears especially on the mechanisms that are set up to handle the
allocation and utilization of recovery assistance. Here considerations of justice and fairness cut
two ways. On one hand, justice requires that waste, fraud, and abuse be prevented as much as

possible so that assistance actually does arrive at its intended and appropriate destination.
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Procedural and administrative safeguards should not be lightly dismissed as mere “red tape;”
they have an important ethical function in any public service setting.

On the other hand, excessively restrictive, bureaucratic, and inflexible procedures during
the response phase will also undermine the goal of justice. Health officials must not spend so
much time determining whether a patient is eligible to receive a medicine that the patient
deteriorates while waiting. They must not make it so onerous to restore business functioning,
education, housing, environmental remediation and other elements of recovery that a community

expires from outmigration, capital flight, and social despair.

Meeting the Special Needs of Vulnerable Populations

Previous sections have focused on the ethical values of life, safety, health, liberty, and
justice (equity and welfare maximization) in the context of PHEPR. The theme that unites these
various discussions is the reconciliation of respect for persons and individual dignity with service
to the entire community and the common good. This theme can be deepened and explored more
fully in the context of protection and service to those who, in an emergency event and its
aftermath, will be especially vulnerable to harm and injustice—the loss of life, health, or dignity.
“Vulnerability” is sometimes partly a function of the capabilities and personality of the
individual. However, more frequently, and more relevant for the purposes of this report,
vulnerability is a function of the social systems and resources that shape individuals' options and
individuals' practical ability to utilize their own inner strength and intelligence to protect
themselves in the face of danger or disruption. Moreover, vulnerability need not be a global
condition that characterizes all facets of an individual’s life. It is better understood as a notion

that is specific to particular situations, problems, and tasks.
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A concerted effort to anticipate and plan for special needs and cultural accommodation
IS an essential part of preparedness planning (109,110). During the planning phase, this effort
most often involves direct consultation with and participation of those with special knowledge or
lived experience pertinent to individuals and groups who have such special needs. Then, during
the response phase, an equitable use of resources and a genuine commitment not to abandon
those at special risk must inform the decisions and mitigation activities during the emergency
response phase and its aftermath. Finally, the concept of vulnerability and special need should

continue to be taken into consideration and recognized during the recovery phase (111).
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Meeting the Special Needs of Vulnerable Populations

Key Points
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A concerted effort to anticipate and plan for special needs is an essential part of
preparedness planning.

“Vulnerability” is sometimes partly a function of the capabilities and personality of
the individual. However, more frequently, and more relevant for the purposes of this
report, vulnerability is a function of the social systems and resources that shape
individuals' options and individuals' practical ability to utilize their own inner
strength and native intelligence to protect themselves in the face of danger or
disruption. Moreover, vulnerability need not be a global condition that characterizes
all facets of an individual’s life. It is better understood as a notion that is specific to
particular situations, problems, and tasks.

Emergency plans and response procedures should make special accommodation and
provision for those with special needs or impairments who will suffer
disproportionate burdens or be denied rightful benefits if their impairments are not
compensated for by environmental mitigations, special equipment, resources, or
services.

PHEPR cannot be a substitute for a broad, progressive effort to improve services for
those living with chronic illness and disability, for children, for the elderly, for poor
and minority persons who are underserved, or for those who need long-term care.
However, it can at least try to ensure that persons and groups with special needs are
not forgotten or abandoned in times of crisis or emergency.

Some persons and groups have background conditions and situations that compound
their vulnerability during emergencies and expose them to special kinds and degrees
of risk and disruption.

Persons and groups with special susceptibility to harm or injustice during public
health emergencies exist in virtually every community and should be carefully
identified and assessed during the planning process prior to emergency events. It is
unlikely that their special needs will be met on an ad hoc basis during an emergency
in progress. Advance planning and preparation are vital to protect these individuals.
General plans about contacting and providing services to people with special needs
are important, but in emergencies when transportation is difficult and
telecommunication unreliable, local emergency responders must have precise local
knowledge concerning detailed special needs and precise physical locations.
Advance registration programs and local neighborhood support networks can be
helpful for this purpose.

It is important not to overgeneralize or to base PHEPR on stereotypes or unexamined
assumptions concerning those with special needs. Their attitudes, preferences, and
resources are not all identical.
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% Provide culturally and functionally appropriate informational and educational
resources for individuals with disability, their family members, and others who care
for them about what to expect in times of emergency.

¢+ Public health measures designed to limit the spread of infectious diseases, such as
social distancing, pose many problems for vulnerable populations.

%+ To facilitate good planning, persons with special needs or their representatives should
have an opportunity to participate actively and directly in the PHEPR process.

PHEPR cannot be a substitute for a broad, progressive effort to improve services for
those who are vulnerable or who have been pushed to the margins of society because of racial
and ethnic discrimination, poverty, or the fact of living with chronic illness and disability or
being in need of long-term care. However, it can at least try to ensure that persons and groups
with special needs are not forgotten or abandoned in times of crisis or emergency; that they too
will be rescued, protected, and provided for; and that they too may hope to survive an emergency
and emerge on the other side to resume lives of dignity and meaning. PHEPR can also benefit
from the strengths and assets present in the neighborhoods and communities where vulnerable
persons live, for these communities often have the local knowledge, trust, and outreach

capabilities that PHEPR needs in order to be successful.

The Concept of Vulnerability

During a public health emergency, all persons experience unusual and often urgent
needs for rescue, protection, vaccination, medical treatment, and other public health support. To
that extent, any emergency makes everyone “vulnerable;” no one is completely self-reliant, and
serious and urgent needs call for an ethical response of mutual aid, caring, and attention.

Nonetheless, some persons and groups have background conditions and situations that compound
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their vulnerability during emergencies and expose them to special kinds and degrees of risk and
disruption (112,113).

These background conditions arguably call for a special ethical response and a
heightened degree of concern and attention. As previously noted, disasters tend to highlight and
exacerbate the deep social fissures and chronic social injustices that haunt a society.
Shortcomings in emergency preparedness and response are often a function of pre-existing
inadequacies in the public health infrastructure and in other service systems. The devastation of
New Orleans and other areas along the Gulf Coast in 2005 after Hurricane Katrina vividly
demonstrated that some individuals and groups are much less able than others to protect
themselves and to take advantage of public health and public safety systems, even when those
systems are functional and accessible (which they sometimes are not). It also revealed the moral
shame of discrimination and unfairness that can easily arise when resources are scarce and
systems are under unaccustomed stress (12,14,15,68,69,71).

As mentioned, the concept of vulnerably refers to social, economic, and cultural
inequities as well as to biological impairments. Although difficult to define precisely or to
enumerate exhaustively, various types of vulnerabilities and special needs exist that PHEPR
must plan for and make special deliberate efforts in advance to accommodate. These
vulnerabilities come from many different sources and situations, including the following:

e Chronic physical or psychiatric disease

e Physical, sensory, or motor impairments
e Cognitive or emotional impairments

e Developmental immaturity or disability

e Physical isolation
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e Social isolation

e Poverty and lack of material resources

e Lack of support systems and other social resources (e.g., homelessness)

e Fear of contact with authorities (e.g., the reluctance of undocumented aliens to call
official attention to themselves)

e Strong emotional reactions that inhibit or even paralyze effective personal responses,
such as fear or a desire to maintain the status quo of normal life and everyday routine (“I
will not leave my home!” “What is going to happen to my pet?”’) (114-117).

Special needs and vulnerability do not come only from conditions that are usually
thought of as “disabilities.” Vulnerability is not limited to states of special physical or emotional
dependency on others, such as may characterize those with sensory or motor impairments, those
with developmental or cognitive impairments, those with mental illness, children, or those who
are frail and elderly. Vulnerability is also a function of social, cultural, racial, linguistic, and
geographic disadvantage. Physically able-bodied and mentally capacitated persons may
nonetheless be living in a condition of social vulnerability and precariousness. This form of
vulnerability can be due to such factors as racial discrimination and stigma, poverty and lack of
resources, lack of access to functioning and empowering social networks, or living in an area that
has lack of access to services and resources or lack of access to transportation. These cultural and
social components of vulnerability have often been overlooked or discounted in the field of
public health emergency planning. That should change, and is changing, because the cultural and
social components of vulnerability are significant in their own right, both for affected

communities of class or color and for persons with disabilities, for whom social vulnerability,
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perhaps as much or more than biological impairment, is a significant risk factor in their lives
(110).

For these reasons, diverse types of special planning and accommodation are needed in
PHEPR in order to meet the goals of justice, individual liberty and respect, and sustaining or
rebuilding of resilient communities. Vulnerability does not necessarily mean helplessness.
Vulnerable individuals and communities are often healthy and resilient, with many assets and
resources, although those outside the community looking in often misjudge these factors. These
communities simply need special advance planning and accommodations in order to help and
sustain themselves.

To summarize, PHEPR activities need to be culturally as well as physically and
medically appropriate. They need to take into consideration the existing memories, sentiments,
and prevailing attitudes of the persons or communities in question, each of whom will have
experienced their particular “vulnerability” in a distinctive way that must be acknowledged and
honored if trust and cooperation are to be established. Much of this depends upon forging proper
relationships, effective and trustworthy partnerships, and open, two-way lines of communication
between emergency planning officials and distinct communities and neighborhoods during the
planning process.

The question of how an emergency plan ought to account for and accommodate the
special needs of vulnerable populations provides a kind of microcosm in which most of the
ethical dimensions of PHEPR can be found. Thus far, the needs of special populations have not
been systemically identified or addressed in many emergency plans at the state and local levels

(11,68,109,116-119).
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Key Factors in Addressing Special Needs

Persons with both physical and emotional vulnerabilities and those with social, cultural,
and geographic vulnerability should be given special attention and recognition in the PHEPR
process. These individuals should not be left to “fend for themselves,” even temporarily during
an emergency. They may not be able to evacuate without special assistance; they may be
particularly susceptible to infectious disease, which targets those whose immune systems are not
only compromised by chronic illness or age but also by inadequate diet and other circumstances
of poverty.

Several groups in particular will warrant more complex ethical considerations. First,
research has demonstrated that racial and ethnic minorities suffer disproportionately in the wake
of emergencies. They are more likely not to be adequately prepared and to experience more
injuries, diseases, and deaths (120). Public health emergency planning must address these racial
and ethnic disparities in preparedness.

Persons with some types of mental illness find it difficult to plan ahead, may be oblivious
to warnings, and in some cases may be fearful or paranoid about participating in mass events,
such as evacuations. Additionally, some people with mental health concerns do not consider
themselves ill, will not self-identify beforehand and may resent being asked to participate
because of the stigma associated with mental health problems. Some may refuse to evacuate and
may place responders at risk when they are sent back into dangerous areas to provide rescue.
Likewise, persons with certain intellectual disabilities may be particularly hard to reach (e.g.,
those with mild mental retardation who may be living independently in the community). These
individuals often are very isolated, have jobs with few friends or close colleagues, and often find

comfort in a very steady routine. In such cases, they will be less apt to leave a home and routine
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they know well. They may be more likely to ignore warnings to leave the area and may be
particularly fearful about evacuating because they are unable to figure out the complex set of
instructions about where to go, whom to contact and what to take with them. The more stressful
and confusing the circumstances, the more likely some individuals are to retreat to their home or
apartment and try to stay put until the stressful situation is over. These persons in particular, will
need special outreach long before an emergency occurs (11,68,121,122).

For example, consider the situation of a family trapped in their home by rapidly rising
flood waters. In the family is a teenage boy with autism. When rescue personnel arrive, they find
that a great deal of time and special communication skills are required to coax the boy into the
waiting boat. The rest of the family will not leave without him. Is it feasible to deploy personnel
with such skills, even if the location of families with autistic children is identified in advance as a
part of the emergency plan? If many other families are waiting for assistance, is it justified to use
coercion—physical restraints or medical sedation without informed consent—to remove this
family more quickly? (72).

To attempt to give a general answer to such an ethical dilemma is difficult, and possibly
misguided.*® Difficult judgments will have to be made on the scene, taking very particular

circumstances and assessments into account. It can be said in a general way, however, that with

%8 Generally speaking, during evacuation events, recalcitrant adults are permitted to make their own decisions to
leave or to remain in place. If it is a toxic gas release, and an immediate threat to life was in the balance, perhaps no
one would choose to stay, making coercive removal unnecessary; or arguably the imminent threat to life would more
easily justify paternalistic coercion and forcible removal. Yet another dimension of complexity arises in the case of
minor or incompetent adults. Should parents or guardians have the right to endanger such persons by refusing
evacuation? Moreover, one’s intuitions and judgments may vary as one considers infectious disease events and
social distancing measures rather than evaluation events. This suggests that the specific context and circumstances
matter in PHEPR ethics. Nonetheless, more research is needed on circumstances involving harm to children and
other dependents and clearer standards on the limits of parental and guardian authority would be helpful. Here
public health ethics and public health law overlap and might well work in collaboration to develop such standards.
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appropriate advance planning and early identification of special needs, the number of ethical
dilemmas of this kind arising during a response to emergency can probably be minimized.

It is important for PHEPR to take into account the population of isolated persons in a given area.
This includes persons who, for cultural, geographic, or social reasons, generally do not fall into
any other category. Examples are persons who travel from one area to another seeking seasonal
work; those who are homeless and living on the streets; those who are part of religious or
cultural groups who specifically avoid contact with the outside world; and individuals and
groups that historically have avoided interactions with local or federal agencies.

Another example of particular vulnerability that should be factored into PHEPR,
especially during the planning and recovery phases, is illustrated by the impact of Gulf Coast
hurricanes on the resident Vietnamese communities. Many in these communities are dependent
on the fishing industry and have difficulty accessing services for linguistic reasons.

These and countless other examples are reminders that vulnerability takes many forms and
manifests itself in many different ways. Personal health and safety may be put at risk; people
may be displaced from their homes and supportive communities; people may be displaced from
the broader economy; and people may, for linguistic or cultural reasons, be isolated from the
mainstream sources of communication and social support services.

Those in charge of PHEPR during an emergency probably will need information
concerning the number or location of isolated and otherwise vulnerable persons, but they must be
able to retrieve it quickly and act upon it rapidly. Therefore it is crucial to collect such
information in advance and to store it and keep it up-to-date in a form that will be accessible in
an emergency. This may require close and culturally appropriate cooperation with established

ethnic, religious, and minority groups in the community, and such special outreach measures
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should be anticipated and planned. Links to such groups can be established beforehand by local
emergency personnel, but in times of emergency, proactive contact will have to be arranged
because it cannot be assumed that they will receive information through media or through
outreach by community-based groups, such as faith-based organizations, existing social
networks, or volunteer groups. In many communities, for example, a kind of census of special
circumstances and needs (e.g., housebound individuals) is taken by volunteers on the
neighborhood level. This information is then communicated to public health and other
government agencies, such as volunteer fire departments, so that they are better able to plan in
advance to meet those special needs during an emergency.

Communicating emergency information to geographically and socially isolated
individuals and groups may be especially difficult (123). Some may avoid, or not have access to,
mass media. Some may live in temporary quarters and not know the local area enough to be able
to follow evacuation information or instructions. Those who are isolated from others—for
example, someone living in a motel at the edge of town for a couple of weeks, or someone with a
mental health problem living on the streets—may not interact with others on a daily basis or hear
about a disaster or an upcoming emergency. Prior listing of where isolated individuals and
groups exist in the community and advance identification of a specific person (perhaps with
special training) assigned to follow up in times of emergency, may help reach out to these
people. Those who work directly at the street level with isolated, displaced, or homeless persons
probably have the most information and rapport with this population, and they can be a valuable

resource for PHEPR planning.
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Guidelines for Preparedness Planning for Vulnerable Populations

Addressing the concerns and planning to meet the special needs of vulnerable

populations will require attention to the following guidelines:

Persons and groups with special susceptibility to harm or injustice during public health
emergencies exist in virtually every community and should be carefully identified and
assessed during the planning process prior to emergency events. Without such pre-
disaster event preparation, their special needs are unlikely to be met on an ad hoc basis
during an emergency in progress. Advance planning and preparation are vital to protect
these individuals. Moreover, general plans about contacting and providing services to
persons with special needs are important, but in emergencies when transportation is
difficult and telecommunication unreliable, local emergency responders must have
precise local knowledge concerning detailed special needs and precise physical locations.
Advance registration programs and local neighborhood support networks can be helpful
for this purpose.

Public health emergency preparedness planners should consider establishing a system
whereby individuals with special needs and vulnerabilities can voluntarily register or
otherwise identify themselves to local public health officials. Alternate mechanisms are
important because the formal process of registration may deter many people from
participating. Enlisting the aid of well trusted and respected community-based
organizations is a key to PHEPR effectiveness. Such an approach begins with a general
information and education effort to alert the community to the existence of the registry
system and to answer their questions and concerns about it. In most communities, there

will probably then be two additional phases. The first will be an initial (and ongoing)

87



voluntary phase during which individuals in the community take the initiative to put

themselves into the registry. This should be accomplished in a variety of ways and made

as convenient as possible. In the second phase, an effort is made to include those who do
not voluntarily self-identify. One way to accomplish this is to enlist the cooperation of
neighborhood and community groups, such as clinics; local physicians; senior centers;
independent living centers; churches; trusted voluntary organizations in the community
that offer special programs, shelters, and services; and local chapters of groups serving
those with chronic diseases.

Public health officials should identify and work with community partners who have
gained the trust of racial and ethnic minorities in order to identify at-risk persons. This should be
a critical element of PHEPR because racial and ethnic minorities might be less likely to accept a
risk or warning message as credible without confirmation of the message from their trusted
interpersonal networks (124). Another barrier to PHEPR is that racial and ethnic minorities
might distrust government officials and think that they are hostile, if not apathetic, to their well-
being (125). Following Hurricane Katrina, for instance, undocumented immigrants avoided
recovery assistance because they feared deportation (126). As part of the planning process,
public health officials should work with churches, grassroots organizations, community-based
organizations and voluntary associations to develop culturally and linguistically appropriate
strategies to identity at-risk individuals. For example, many African-American churches maintain
health ministries, and these may be a useful means to identify members of their churches who are
at risk.

The creation of special needs databases for planning purposes raises a number of ethical

questions. Should these lists be voluntary, as we recommend, or mandatory? What incentives to
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register, if any, should be employed? Should individuals be permitted to designate themselves as
in need of special assistance, or should some more objective basis for creating such databases be
used? How can such lists be kept up-to-date? Who should have access to the database? How can
databases be more effectively shared in a timely fashion? Should there be one central (i.e.,
regional or state) database? How should all of this be managed to balance privacy and
emergency needs?

e Auditing and mapping community assets (i.e., individuals with particular local
knowledge or groups with special trust and loyalty in the community) should be an
integral part of PHEPR. To acknowledge that certain individuals, groups, neighborhoods,
or communities are vulnerable to severe risk and disruption during a public health
emergency is not to say that such communities are lacking in all assets or resources. On
the contrary, vulnerable communities are not helpless. They simply need special advance
planning and accommodations in order to help and sustain themselves. This reinforces
the concept that PHEPR is and must be a community effort actively involving all strata of
civil society, and not simply a centrally planned and top-down effort made on a service
provision or public safety model.

An important element of auditing and mapping community assets is assessing the
community's cultural diversity to make sure that preparedness efforts are conducted in a
linguistically and culturally appropriate manner to ensure that all community members
are included. A cultural assessment would answer such questions as what racial and
ethnic groups make up the community, what languages do they speak, what are their
cultural perceptions of risk and disaster, what are their preferences for warning

dissemination, and what are the trusted organizations and institutions.
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Public health planners should not overgeneralize or base PHEPR on stereotypes or
unexamined assumptions concerning those with special needs. The pitfall of stereotyping
or overgeneralization of beliefs and attitudes should be avoided in PHEPR for all
vulnerable groups, those who experience social and cultural marginality as well as those
living with disability. Differences of cultural and geographic origin matter to people.
Broad categories, such as “Hispanic,” “African-American,” and “Asian-American” are of
limited value for PHEPR. A much more fine-grained understanding of local community
and individual perspectives, values, concerns, and differences is required in this type of
planning. Persons with disability are often ill-served by stereotypes and broad categories
of classification as well, being often viewed, for example, as isolated individuals or as
belonging only to special groups cut off from the mainstream. However, many people
with disability do not see themselves as part of a single group, and this is particularly true
for those who are chronically ill or disabled later in life. Most people with disabilities
have family members or significant others who are not disabled and will not want to be
separated from them (127).

How can resources currently available in the community for people with special needs be

better used in planning? To date, the means of communication in the planning process have not
been as open or as in as many languages as they should be. Better communication is needed in
order to enable emergency planners to understand the special needs and concerns of vulnerable
members of the community. This can in turn lead to more effective planning because they will be
able to anticipate behavior and response to emergency situations (117,127). To better assist

people with limited English proficiency, emergency planners might develop partnerships with
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medical interpreters and learn how to work effectively with them or even integrate them as part
of the preparedness team.

In considering emergency events that require rapid, large-scale evacuation measures, the
events surrounding Hurricane Katrina showed that large numbers of people in low-income areas
do not own cars and cannot be evacuated unless transportation was provided for them. Officials
also discovered that emergency transportation arrangements that had been provided for in
preexisting planning are not uniform but work differently in different parts of the city. In
addition, they learned that many other circumstances faced by low-income persons can
complicate evacuation planning. Those who do not have access to banking services, for instance,
often keep their valuables at home and are reluctant to leave their homes for that reason.
Individual family situations also complicate evacuation, and planning must aim toward keeping
families together. Emergency shelters need to accept and accommodate pets, or their function
will be undermined. Also, many persons with disabilities, those in wheelchairs for example, will
refuse to be evacuated unless they are taken out with their families. Public health officials need
to know in advance where persons with disabilities and other special needs are located and have
appropriate transportation available to get them out of the area (accessible vans for example),
and they must be willing to evacuate non-disabled family members at the same time. The
challenges continue when persons using wheelchairs reach shelters, for whom mobility requires
a reliable electric power source.

Another example is that of persons with cognitive or developmental disabilities, who
often have very set routines and will refuse evacuation rather than disrupt that routine. They may
fear, for example, that they will lose their job if they do not show up at work. A prior plan and

prior discussion at work could alleviate this.
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Provide linguistically, culturally, and functionally appropriate informational and
educational resources for vulnerable or dependent individuals, their family members, and
others who care for them about what to expect in times of emergency. This can be done
both as part of general public education in times of emergency and through targeted
education. It is perfectly ethical to say “Mrs. Smith, you have a child who is ventilator-
dependent and a wheelchair user. If you hear reports that the area will be evacuated in
advance of the oncoming hurricane, please prepare to have your family ready to evacuate
24 hours before evacuation is expected to begin for the rest of the population.” Having
someone aware of this for several months or even years beforehand—and not at the last
minute—would certainly be an ethically acceptable approach.

The provision of culturally and linguistically appropriate information is critical to
overcoming language and information barriers. According to 2005 US census data, nearly
one-third of Spanish-speaking residents spoke English “less than well.” However, most
warnings about Hurricane Katrina were provided in English only. Language barriers
contributed to information delays about the path of the hurricane, delays in evacuations,
and difficulties in understanding emergency messages (128). Dissemination of
preparedness information in languages that reflect a community’s diversity is an essential
ingredient for ethical planning and implementation of PHEPR.

Public health measures, such as social distancing, designed to limit the spread of
infectious disease pose special problems for those who rely on outside help. Persons with
disability and working mothers with young children are often dependent on caretakers or
others who come in and out of their households on a daily basis to do specific tasks or

help with specific chores. When attendants or child care workers are too sick to show up,
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or they are barred by their agencies from providing care because of fear of an infectious

disease, the consequences can be very serious (129).

Family members and others who regularly check on someone with a disability may not
heed warnings about not interacting with others. They must weigh the possibility of infection
versus the concerns about the immediate needs of those for whom they care. Unless alternatives
are put in place (such as some sort of visiting nurse service), these caretakers understandably
may not heed warnings to stay away.

These and similar examples show the connection between foreseeing and accommodating
special needs and circumstances in PHEPR planning and the type of behavioral response and
compliance with the plan that an actual emergency event may elicit in the community.

e To facilitate good planning, individuals with special needs or their representatives should
have an opportunity to participate actively and directly in the PHEPR process. Identifying
those with special vulnerabilities and needs and setting up special services and
accommodations for them in advance of an emergency is critical so that they will not be
the neglected or fall between the cracks (110,117). Once scarcities begin to emerge in an
emergency situation and priorities begin to be set, vulnerable populations are likely to be
lost in a general sea of trouble and need. When many needs are calling for attention, the
voice of the vulnerable is most likely to be drowned out unless it has been heard in
advance and special provisions have been made.

Response efficacy, promoting the general welfare, and adhering to the principles of
justice are all involved in advance planning to meet the special needs of the vulnerable. Making

special provisions for vulnerable populations will also have an effect on the behavior of
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emergency responders and many able-bodied adults, so the overall success of emergency

response plans is effected by the planning steps taken on behalf of the vulnerable.

Communication and Deliberative Participation for Emergency Planning

Two distinct but closely related facets of ethically sound PHEPR involve the relationship
between planners and public health professionals (as well as other leaders, opinion shapers, and
elected officials) and the general public—the community and citizenry whom PHEPR exists to
protect and to serve. The first facet has to do with external communication and information
moving from the planning organization to persons outside that process. The second concerns the
internal conduct of the planning process. The first has to do with the content, style, and timing of
public communications; the second with the active role of community members or
representatives in the deliberations leading up to the plan itself. The first involves

transparency,” the second, inclusiveness.

" There is some disagreement about the definition of the term, transparency. For some, open meeting and open
records requirements are sufficient to provide transparency in the operation of some decision-making body. We
understand transparency to require at least some measure of justification and explanation. Not just telling people
after the fact what has been decided but attempting to explain why it has been decided. Transparency also requires
that the public be provided with the necessary education, background information, and resources to intelligently
assess what they are being told and what has been decided or proposed.
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Communication and Deliberative Participation in Emergency Planning

Key Points
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Two distinct, but closely related facets of ethically sound PHEPR involve the
relationship between the planners and the general public. The first has to do with
public communications; the second with public participation. The first involves
transparency; the second, inclusiveness.
Community members have a right to be provided with truthful, complete information
so that they in turn can fulfill their civic and personal obligations in the context of a
public health emergency.
Individuals have a right to deliberate about and give informed participatory consent to
decisions and policies that materially affect their own safety, health, and well-being.
Open, inclusive deliberative planning will build the necessary foundation of
legitimacy and public trust required by a PHEPR effort and will also provide for
feedback and self-correcting mechanisms that will improve the efficacy of
preparedness measures.
Sound factual information is a foundation for ethically justified decision making, but
decisions must be made and actions taken even in the face of imperfect information.
If public health planning without facts is like sailing in a fog, planning without
judgment is like sailing without a rudder.
Good communication is more than simply providing factual information, and
transparency requires more than simply telling people what has already been decided.
Communication should involve a two-way form of exchange and provide the
resources necessary for the public to reflect on and come to accept planning decisions
rationally, and not just to be told what they are.
Inclusiveness and grassroots participation in the emergency preparedness planning
process can have significant benefits. It can alert the planning process to concerns,
cultural perspectives, and other vital factors that professional planners may overlook.
It can create a sense of investment in the emergency plans that may lead to better
community coordination and compliance later on.
Transparent public health communications follows these rules of thumb:

o Acknowledge uncertainty.

o Provide follow-up information as quickly as possible.

o Advise patience and flexibility.

o Admit mistakes and move on.

o Provide advice that fits the context and can realistically be acted upon.
Do not abandon the community, and do not appear to be doing so.
Planning should include the provision of resources to supervise, train, and use
volunteers effectively.
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Provision for both transparency and inclusiveness must be made in PHEPR; both are vital
to ethically sound and practically effective preparedness and response. Ethical considerations
push PHEPR toward transparent, respectful communication with community members because
they have a right to be provided with truthful, complete information so that they in turn can
fulfill their civic and personal obligations during a public health emergency. Ethical
considerations also push PHEPR toward formal and meaningful inclusion of ordinary citizens in
the planning process and decision making. There are both principled and practical reasons for
this. Individuals have a right to deliberate about and give informed participatory consent to
decisions and policies that materially affect their own safety, health, and well-being. In addition,
open, inclusive deliberative planning will build the necessary foundation of legitimacy and
public trust required by a PHEPR effort and will also provide for feedback and self-correcting

mechanisms that will improve the efficacy of preparedness measures (105).

Communication, Evaluation, and Judgment

In discussing the ethical dimensions of PHEPR, decision making with incomplete or
imperfect knowledge and under pressure of time is one of the main topics of ethical questions
and dilemmas. Sound factual information is a foundation for ethically justified decision making.
However, factual information, and the expertise that goes into discerning and collecting it, is not
the complete picture; decisions and actions must be taken even in the face of imperfect
information.

Facts in and of themselves rarely drive or compel decisions because factual information
requires assessment and evaluation, and judgments of value inevitably enter into the

interpretation of facts and their meaning. “Judgment,” as used here, is a general term covering
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such things as assessment, estimation of risk and probability, conjecture, understanding of
human motivation and behavior, sensitivity to cultural or symbolic meaning, discernment, taste,
a sense of propriety, and the tacit knowledge (“intuition”) that comes from experience (78).
Without judgment, facts are of limited use and provide little guidance. If public health planning
without facts is like sailing in a fog, planning without judgment is like sailing without a rudder.
In describing and analyzing facts, the notion of special training and expertise has an obvious
application, and it can be strong enough to warrant granting special power and authority to those
who possess it. In matters of judgment, however, the notion of expertise as the possession of a
small and definable group of persons is much more dubious. This means that public health
planning is always a compound of expertise and common sense— trained analytical knowledge

and knowledge gained from experience; technical science, and “street science” (130).

Transparency and the Communication Spectrum

PHEPR communication may be thought of as a spectrum of message transmissions. At
one end is the direct conveying of information alone, without embellishment. That information
may be about environmental conditions (“A level-four hurricane is expected to make landfall in
12 hours at location X.”) or about instructions or commands (“When the alarm sounds, proceed
to the nearest underground shelter. Do not bring your pets with you.”). Further along the
spectrum is communication that conveys information but also conveys judgment, explanation,
and rationale, particularly when instructions or commands are issued. This type of
communication admits uncertainty and probability; it attempts to persuade rather than simply to
instruct. These two types of communication are essentially one-way circuits, from leader to

constituent, from authority to citizen.
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However, good communication is more than simply providing factual information, and
transparency requires more than simply telling people what has already been decided.
Communication should involve a two-way form of exchange and provide the resources necessary
for the public to reflect on, and come to accept or reject, planning decisions rationally and not
just to be told what they are. Communication about emergency planning should be like (very
good) political campaigning—the Lincoln-Douglas debates, for example—not like listening to
the weather report. Thus, further along the spectrum of communication are two-way
communication and feedback loops. At one point the general public is enabled to comment on
the communication and to ask questions in reaction to it. This “community consultation” or
“public engagement” can make a significant contribution to planning communication as well as
to the planning process. Properly done, it can promote both transparency and inclusiveness.
Community consultation makes for more intelligent planning before an emergency and better
compliance with the provisions of a plan during and after an emergency (48,131).

Even further along the spectrum is the area of communication in planning that involves
more active and direct grassroots participation, wherein lay persons have an opportunity not only
to react but to participate in forming the plan from an early stage. In this role, they contribute to
the discovery of factual information and the making of evaluative judgments. This is where
transparency in communication blends into inclusiveness in planning.

The special area of risk communication requires additional consideration. Public health
information prior to and during an emergency is often complex, hard for some lay people to
comprehend, and often uncertain or probabilistic in nature (93). Under these circumstances,

communication is especially difficult because the message sent and the message received may be
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quite different. Recognizing this problem, some in public health might argue for tight control of
information and release of only minimal information during emergencies.

Another line of thought, which is growing in influence and which is more desirable, is to
have confidence in the ability of the public to handle information and to appreciate frank
admissions of uncertainty on the part of public health officials. The public, far from losing trust
in officials due to such openness and candor, responds well to it, while responding quite
negatively to secrecy and deception when it learns about them after the fact.

The days when public health mitigation activity consisted of removing the pump handle
of the neighborhood well to keep unsuspecting people from drinking contaminated water are
mostly behind us. Yet, many conceptions of PHEPR are built around benevolent authoritarianism
and paternalism, and they draw upon models of public health communication that rest on more or
less manipulative incentives and behavior modification approaches. This should, and will,
change. In recent years, public health practice has moved from the command pole of the
communication spectrum toward the deliberative and participatory pole. In ordinary programs,
public health professionals do not direct the communities they serve toward better health; they

cooperate and collaborate with communities that make themselves healthier.

Inclusiveness: Deliberative Planning and Civic Participation

The benefits of inclusiveness and direct participation in the planning process, at least by
representatives of grassroots groups and engaged individual citizens, can be substantial. Such
participation can alert the planning process to concerns, cultural perspectives, and other vital
factors that professional planners may overlook (131,132). A sense of investment in the planning

may lead to better community coordination, and ultimately compliance later on. One political
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scientist has noted that, “Although few adhere to the view that deliberation inevitably leads to
consensus, many believe that deliberation under the right conditions will have a tendency to
broaden perspectives, promote toleration and understanding between groups, and generally
encourage a public-spirited attitude (133).”

Well managed participation and inclusiveness can have the same effect as timely, honest,
and candid communications in promoting public trust and legitimacy and, hence, a greater
willingness to cooperate during an emergency. Indeed, without these things, public trust is
unlikely in today's society. Normal channels of interest group bargaining and lobbying no longer
enjoy public confidence; they have been discredited by spin, misinformation, and financial
influence. Nothing will make cooperation and the maintenance of order during an emergency
more difficult than widespread mistrust and suspicion of leaders and authorities.

In particular, making appropriate and equitable provision for vulnerable individuals and
groups in emergency plans requires input from those with direct experience and with insight into
the perspectives of those living under conditions of vulnerability, marginality, or discrimination
(118). Avoidable mistakes and miscues will occur if good and well-established lines of
communication have not been formed between the disability community and public health
officials. The motto of the American disability rights movement right now is, “Nothing About Us
Without Us,” and this could well be the aspiration of other vulnerable groups as well. It is an
appropriate reminder and rule of thumb for PHEPR.

There is not a sharp line between community consultation or town hall meetings
concerning PHEPR and the inclusion of official community representatives in the internal
infrastructure of the planning process. This distinction has to do with the numbers of participants

involved, recruiting them, and their qualifications for the task at hand. It also has to do with the
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distinction between input that is advisory and input that has some more authoritative status.
Community representatives are never given veto power over important decisions, but once they
are accepted into the process, emergency planners must accommodate their wishes and needs to
a great extent. Because these individuals will have access to information that is not generally
publicly available, and because their roles and identities are known so they become points of
attention by the media, they carry some influence. The political costs for elected officials of
neglecting them or pushing measures through over their opposition can be substantial.

The personality and style of individual community representatives and the external
pressures they are under will influence the role they play in the planning process. They can
generate conflict and be a disruptive presence for experts and staff, which could have the
unintentional beneficial effect of forcing staff to broaden their agenda and their ways of thinking.
However, they also may want to play a disruptive role in the process in order to reinforce their
power and standing with their constituency.

The converse of this type of conflict in professional—lay relationships is generally
referred to by political scientists as “cooptation” (134). Here the community representative is led,
usually by subtle psychological means, to identify more with the insider professionals than with
the external constituency or community. Professional and bureaucratic interests seem to merge
with community interests. The representative ceases to represent the grassroots in the sense of
protecting their rights and giving them voice and internalizes the paternalist attitude toward them
that many professionals have and so makes common cause with the professionals.

Neither conflict over hidden agendas nor cooptation are what the ethical values of
inclusiveness require. These considerations point to the importance of the selection process for

community representatives. In general we support inclusiveness and lay participation in PHEPR.
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However, it is rarely desirable to politicize the planning process. Appointing community activists
with their own independent agendas, therefore, is less desirable than appointing more
independent, detached, individuals who are respected and trusted by broad sectors of the
community. Such persons are more likely to be guided by the common good of the whole
community and will work effectively with emergency planners to produce a planning process

that is both effective and has ethical integrity (135).

The Response Phase

Thus far we have considered communication and participation largely in the planning and
recovery phases of public health emergencies. The response phase requires a different kind of
analysis (59). For effective communication and transparency, the prime imperative is to provide
the most reliable information available in a timely manner. During an emergency response, the
conditions are not auspicious for deliberation and consultation. Fear, insecurity, and uncertainty
about the immediate future are not conducive to thoughtful deliberative participation by citizens
in any case, and during an emergency fear and panic may lead people to undervalue the rights
and interests of minorities or those who are stigmatized. Fear, blame, rumor, and stigma are
normally rampant during a time of crisis, and public health planners should anticipate and
attempt to minimize these outcomes.

Good communication during the response phase can dampen bigotry, extinguish rumor,
and prevent or minimize panic. It is important for public health responders to have a good
working relationship with the local press and, in all communication, to resist the urge toward
benevolent deception or withholding of accurate information. Transparency, candor, and

openness will serve both ethical and practical objectives. Communication during the response
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phase will often have a direct bearing on the choices ordinary people make and the risks that they
are subjected to, and public health responders should recognize the responsibility they have,
often under very trying circumstances. Good advance planning, clear lines of responsibility and
communication worked out in advance, and a carefully built and earned reservoir of public trust
will help. Without them it is unlikely that any response effort will go well. Even with them,
response-phase communications will be replete with hard choices.

Transparency counsels public health communicators to trust their audience even as they
need the audience to trust them. The public does not expect infallibility from public health; it
does expect fidelity. Transparent public health communications follows these rules of thumb:

e Acknowledge uncertainty.

e Provide follow-up information as quickly as possible.

e Advise patience and flexibility.

e Admit mistakes and move on.

e Provide advice that fits the context and can realistically be acted upon.

e Do not abandon the community and do not appear to be doing so.

Volunteers. The major aspect of participation that arises in the response phase is
volunteer participation in the implementation of response plans and in providing services and
staffing. Volunteerism is a double-edged sword. On one side, it is one of the most admirable
aspects of any disaster situation and, as such, should be encouraged and applauded. On the
other side, it can cause managerial and technical nightmares and reinforce the adage that the

road to hell is paved with good intentions.
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Sometimes the sheer number of volunteers can overwhelm the beleaguered professionals
at a disaster site. The safety of the volunteers becomes a new issue to reckon with. This can be
both immediate and long-term, as we are now discovering with the report of chronic health
problems of those who spent time at or near Ground Zero in New York. The full dimensions of
the public health emergency created by the events of September 11, 2001, are only beginning to
be appreciated nearly a decade after the event.

Planning should include the provision of resources to supervise, train, and use volunteers
effectively. How essential their function is will vary from one emergency situation to the next,
but to actively discourage or restrict them from doing something to help is highly undesirable
from the long-term point of view of community well-being and morale, no matter how expedient
it may be in the short term. We are reminded of the conflict that almost broke out between the
New York City police and firefighters at the World Trade Center debris pile when the former had
been instructed to prevent the latter from joining the search for buried victims (136).

Altered standards of care. An interesting aspect of using volunteers during an emergency
arises in the provision of medical care and in performing medical procedures. Many state laws
restrict such activities to licensed physicians and nurses, but with some relatively simple training,
others may reasonably be permitted to perform medical tasks, such as starting intravenous lines,
performing tracheotomies, and setting broken bones. The performance of medics in the military
during combat demonstrates that something less than a medical or nursing degree will suffice.
However, statutory change will be necessary and the training resources are not currently in place.
In addition, the question arises of altered standards of care and legal liability. If someone sustains
a serious injury while being cared for in emergency settings that do not conform to the standard

of practice of normal times, should they be able to recover damages? Will their ability to do so
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make it impossible to set up a volunteer program as a part of an emergency plan? Should limits
be placed on tort liability to protect those providing care and services in good faith during special
emergency circumstances?

Many elected officials, policy makers and public health officials believe that lawsuits, to
say nothing of litigious attitudes, are out of place in the context of public health emergencies and
other disaster situations. Many existing state laws contain provisions limiting liability and access
to the courts, and other states are considering adding such restrictions. The Model State Health
Emergency Act contains such a provision, for example. Yet, the problem of responsible
oversight and public accountability remains to be addressed. Officials should not be paralyzed by
concerns about civil liability during emergency response, and volunteers should not be prevented
from assisting by such concerns. However, what then would be the mechanism of quality control
over the actions of volunteers and recent trainees? Tort liability is one such safeguard in the U.S.
system. Partly this is a question of acceptable risk, and partly it is a question of a trade-off
between the ethical objective of reducing mortality and morbidity and the ethical objective of
protecting individual liberty, autonomy, and respect for persons. Liberty (in this case, the right to
judicial relief when one has been injured or wronged) and respect for persons are not to be set
aside lightly, even when a person’s life is at risk. If liberty is limited in the name of protection,
then it is contingent upon society to provide protection and not cause injuries due to improper
management.

No doubt new laws and regulations will be developed that will balance the need for new
standards of care during emergencies and the need to protect victims from neglect and
incompetent treatment. This problem is not limited to nonprofessional volunteers. During

emergencies, even physicians might have to do things that they would never do, in ways that
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they would never do them, under ordinary circumstances (61,137). Further comment on the
technical questions of how to achieve that balance in the law is not within the scope of this
report. From an ethical point of view, although this remains controversial, we recommend that
the balance be struck slightly in favor of limiting liability and encouraging the work of
volunteers. Despite foreseeable individual injuries, this will be in the best interest of
communities and of ethically sound PHEPR in the long run.

The role of civil lawsuits for health injuries against public health and government
officials who do not adequately warn or protect citizens and volunteers is another difficult issue.
This is not a discussion of the legal responsibilities of public health emergency planners and
officials. We propose that high ethical standards be set for these officials and this activity, and it

would seem to be appropriate to have corresponding legal accountability in place as well.

The Emergency Excuse

The legitimacy of public health officials is based on their objective qualifications and the
objective outcomes they produce. (Note that during and after Hurricane Katrina, one problem
was that some officials had not been adequately trained or prepared for the challenges they had
to face.) Training and use of qualified staff are necessary but not sufficient conditions for
legitimacy. Legitimate authority must also be accountable to the citizenry at large and to those
most directly affected by decisions made by that authority.

Accountability also means transparency regarding the conduct of public health officials.
Voluntary compliance with public health authority requires an understanding of the reasons and

rationales for policies and a sense of trust that the public interest is motivating public health
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officials in their activities. These general considerations apply to public health at all times, but
they are no less important in the context of PHEPR.

It is sometimes argued that the time and resource constraints of an emergency situation
make the ethical requirements of transparent authority impractical or even undesirable. This can
be called the “emergency excuse” for using power in a style of benevolent authoritarianism and
paternalism, for limiting liberty liberally, and for rejecting transparency and participation. The
emergency excuse in fact has less traction in ethical analysis than many in public health believe.
It does not provide good grounds for setting aside the kind of ethical objectives we have offered
in this report, for at least two reasons.

First, whatever validity it may have during the response phase of an emergency, it does
not apply to the pre-event planning process, when time constraints are not so stringent. The link
between transparency and later compliance is an important consideration to bear in mind during
PHEPR. Second, even during the emergency response phase, when decisions have to be made
under conditions of imperfect information and rapid response is crucial, it is still ethically
necessary to differentiate between the reasonable and justified exercise of authority and power
and the arbitrary, improper exercise of authority and power. Time pressure should not be used as
a general excuse or reason to give officials an ethical carte blanche; if it is, the emergency
response effort will most likely lack of coordination and become a power struggle that will
undermine effective response efforts. Adherence to the ordinary rules of morality and to the
ethical objectives set forth here remains essential in emergency situations, not in spite of the fact

that time is short and emotions are running high, but precisely because of these things.
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Professional Obligations

“Society’s granting of power and privilege to the professions is premised on their
willingness and ability to contribute to the social well-being and to conduct their affairs in a
manner consistent with broader social values (138).”

Health-care workers and other health professionals play pivotal, front-line roles in
disaster response, yet the risks they sometimes face in the line of duty can place severe strains on
their willingness to stand their ground in the face of natural or bioterrorist catastrophes. Although
the story of health-care workers and SARS was largely one of remarkable heroism and solidarity
in the face of a deadly epidemic, hundreds of physicians in China refused to return to their posts
(139). Many others around the world found themselves making anguished choices between
serving the ill and protecting themselves and their own loved ones from the threat of deadly
disease. While SARS was eventually contained by rigorous infection control measures, including
widespread quarantine, an epidemic of avian influenza may place health workers at much greater
risk of severe morbidity and death. Beyond the level of individual practitioners, individual
hospitals might shut their doors to new patients because of fears that they might contaminate
existing patients.

The threat of natural or manmade disasters thus poses the question of whether health-care
providers have a moral obligation to risk illness and death in the line of duty. Do physicians,
public health workers, nurses, and others have a moral duty to stay at their posts in the face of
risk, or are such choices merely a matter of individual conscience for individual practitioners? If
their conduct is governed by a moral or professional duty, how strenuous is this duty and what
are its limits? Such questions were routinely faced by physicians and nurses before the advent of

antibiotics, especially during times of plague and outbreaks of other infectious diseases.
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Professional Obligations

Key Points

Health professionals often put themselves at risk in responding to crises. It is
crucially important to discern the nature, scope, and limits of their professional
obligations to place themselves in harm’s way.

In addition to weighing their professional obligations against personal risks, health
personnel often must also consider their competing obligations to family.

In considering whether to stand their ground in the face of personal risks, health
professionals must also consider their obligations to one another. A refusal to
perform one’s allotted duties will impose additional burdens on those professionals
who are already doing their fair share.

The services of nonprofessionals (e.g., orderlies, record keepers, food service and
laundry personnel) are crucial for the success of public health interventions, but they
too face personal risks and competing family obligations in times of crisis. Little
thought has been devoted to the question of whether they also have heightened
responsibilities and what the sources of their obligations might be (e.g., a heightened
sense of civic responsibility). More thought should also be given to how such
nonprofessionals should be compensated for serving in times of crisis.

In the context of crises like SARS, pandemic influenza, or Hurricane Katrina, society
has a solemn obligation to provide health workers with the protections and tools they
need to subdue the epidemic or blunt the effects of natural disasters. These include
adequate training, accurate information, and, perhaps most important, a robust public
health infrastructure in which to do their jobs.

Society should strive to provide needed care to all health workers who become ill or
disabled in the line of duty, and to provide compensation to their families should they
die in the line of duty.

A willingness to face some additional risks is implied by undertaking the vocations
of medicine and public health. There are, however, limits to a duty to assume
personal risk, the exact contours of which are hard to discern at the outer edges. It
should be noted, however, that professional medical ethics has long held the position
that the physician ought to accept great personal risk, even some risk to life itself
when that is unavoidable, for the sake of the patient.

Provision of a robust public health infrastructure, including adequate personal
protective equipment for health workers, not exhortations to heroism, should be the
primary focus of disaster preparedness.

In 1912, the Code of the American Medical Association (AMA) stated that during such

times, “a physician must continue his labors for the alleviation of suffering people, without
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regard to the risk to his own health or to financial return (140).” This principled stand was
greatly attenuated, however, both by the AMA’s increasing emphasis upon physicians’
untrammeled discretion in deciding whom to serve and, even more importantly, by the advent of
the era of antibiotics, which gave the appearance of having forever vanquished life-threatening
infectious diseases. During the brief period between the widespread dissemination of antibiotics
and the rise of acquired immunodeficiency syndrome (AIDS), the notion of a strong professional
duty to treat in the face of mortal threat no longer seemed relevant to the medical community.
But as AIDS, SARS, and now the disturbing threat of pandemic influenza have amply
demonstrated, the pax antibiotica was only a momentary reprieve, and the age-old questions
about the duty to stand one’s ground in the face of risk press as urgently upon the medical
community today as ever (141).

One standard way of thinking about these questions is available in the social contract
tradition, i.e., health professions are forging a contract of sorts with the society at large. Those
professions endorse and enforce a duty to provide care for the sick even in the face of personal
risk, while society, for its part, grants to the health professions (and especially to physicians)
social esteem, comfortable remuneration, and, perhaps most importantly, a great degree of
professional autonomy, including the exclusive legal right to practice medicine. Perhaps the most
powerful feature of this social contract argument is its recognition that if physicians, through
licensure, are to be granted the exclusive legal prerogative of practicing medicine, then
physicians must provide care to those in need even in the face of some personal risk. If they do
not, and if the bargain physicians have struck with society denies to all other groups (e.g.,
herbalists, acupuncturists) the legal right to do so, no one will remain to care for the sick in times

of great social need. It is difficult to imagine the effects, both for stricken individuals and for
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society at large, if health workers and hospitals refused to accept gravely ill and highly infectious
patients.

A corollary of this line of thinking stresses the obligations that health professionals bear
toward one another. If a front-line public health worker, physician or nurse refuses to come into
contact with sick and infectious patients, the latter will not simply disappear; they will inevitably
become the charge of other health workers. The question, then, is not “Why me?”, but rather, “If
not me, then who?” If failure to care for patients in the presence of risk merely shifts the burden
onto one’s fellow health professionals, who must then shoulder even more than their fair share of
risk, then such refusals amount to a serious injustice towards one’s own colleagues.

An alternative, yet mutually supportive approach to the duty to treat can be found in an
ethic of virtue. According to this line of argument, the job of health workers is to attend to the
needs of the sick. To do this job well, certain virtues are necessary, such as competence and
courage in the face of adversity. Those who stress an appeal to the virtues as opposed to the
social contract often respond, “This is who we are; this is what we do.” Those who fail to exhibit
some degree of courage in the face of personal risk are like firefighters who refuse to rescue
people trapped in burning buildings, or police officers who refuse to pursue suspected criminals
down dark alleys. Confronting some degree of personal risk comes with the job of being a health
worker. Those who refuse to run such risks arguably misunderstand what it means to be a doctor,
nurse or public health worker. Thus, rather than focusing on some sort of contractual, quasi-
legalistic, tit-for-tat exchange between the medical profession and society at large, the virtue
orientation focuses attention squarely and directly on health professionals’ mission of caring for
the needy. The fact that this mission places such professionals in the path of personal risk lends it

the aura of a higher calling than other professions like law, teaching, or chartered accountancy.
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This focus on the individual health worker’s duty gives the virtue approach a distinct
advantage over some versions of the social contract argument, which tends to focus on the duties
of entire professions rather than on individual practitioners. Strictly speaking, the contractual
duties of the medical profession to the larger society are theoretically compatible with a robust
right of individual physicians to treat whomever they wish. So long as a sufficient number of
physicians remain on the job to care for those in need, others could opt out as they see fit.
Although medical history is replete with examples of such opting out during times of plague, the
virtue approach would label such examples as deviations from what should be expected from all
health professionals, notwithstanding their personal or idiosyncratic views about shouldering
risks, and it would underscore the importance of inculcating the requisite virtues into each new
generation of physicians, nurses and public health workers. According to this virtue orientation,
students of medicine, nursing and public health should be aware that their chosen profession
comes with various risks attached, so that one’s eventual entry into such fields would presuppose
a fully explicit acceptance of such hazards. While such an acceptance was merely implicit, at
best, during the period of the pax antibiotica, it must be fully explicit in a world threatened by
AIDS, SARS, and pandemic influenza (141,142).

Considered jointly, the social contract and virtue approaches support a robust duty on the
part of health professionals to maintain their posts even in times of great social stress and threats
of infectious disease. As elaborated so far, however, these complementary approaches may not
be sufficient to account for three additional concerns: 1) What duties, if any, are owed by
nonprofessionals working in the health-care and public health sectors? 2) What does the larger

society owe to health workers beyond the legalities of licensure? and 3) Where lies the tipping
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point between professional duty and what the philosophers call the realm of supererogation, i.e.,
conduct above and beyond the call of duty?

Regarding the first concern, one lesson of the recent SARS epidemic is that the burden of
some infectious diseases might fall most heavily on hospitals, where the sickest and most
infectious patients go for care and, in many cases, for isolation and quarantine. While public
health and health-care professionals often heroically put themselves in harm’s way, many
nonprofessionals (including paramedics, radiographers, office workers, food service workers,
and even janitorial staff) got sick, faced enormous psychological stress, and in some cases died
during that epidemic. While the health professionals (eventually) enjoyed enhanced public
esteem, and were in most cases provided with the requisite information and technical supports to
protect themselves, the nonprofessionals faced similar risks without the luxury of choice or
comparable access to social rewards, information, and protection (143). Now, assuming that the
combined efforts of all these disparate professional and nonprofessional staff were necessary to
keep the hospitals functioning in their battle against SARS, what can be said regarding the
behavior of nonprofessionals during that crisis and possible future disasters?

The first thing to note is that neither the traditional social contract rationale nor the
professional virtue approach sheds any light on this question. As a first step in the direction of
fully addressing it, we suggest either a broadening of the typical social contract scenario or a
renewed appreciation of the duties of ordinary citizens to contribute to the common good during
times of crisis. One could, for example, include administrators, food services personnel, and
radiology technicians in the social contract, but this would obviously call for a matching,
broadened conception of the societal quid pro quo. Thus, in addition to the benefits of licensure,

professional autonomy, and social esteem meted out to physicians, the equivalent of “battle pay,”
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compensation for injury or death, and some appropriate form of public recognition could be
envisioned for nonprofessional staffers. Alternatively, a society could explore the possibility that
threats posed to the social fabric on the order of SARS or pandemic influenza should engage the
moral sensibilities not just of health professionals, but also of ordinary citizens who happen to
serve as office workers and orderlies in hospitals and clinics. In order to subdue such threats to
society, it could be argued that every member of the community must contribute what she or he
can to the common effort; every oar must be in the water. Here too, in order to avoid placing an
undue burden on those members of the community who, because of their placement within the
medical and public health infrastructures, face greater than average risks, public health planners
would need to think of appropriate ways of honoring them and compensating them for their
sacrifices.

The second concern questions what the larger society owes to health workers beyond the
legalities of licensure. The suggestion of a broadened social contract applies with even greater
force to the case of health professionals. In exchange for health workers’ services and
willingness to face considerable risk in the line of duty, society has a matching obligation to do
more than provide them with licensure and enhanced esteem. Especially in the context of crises
like SARS, pandemic influenza, or Hurricane Katrina, society has a solemn obligation to provide
health workers with the protections and tools they need to subdue the epidemic or blunt the
effects of natural disasters (141,144). This means, first, that they must be provided with the best
available information and infection control measures. During the SARS outbreak, some of the
physicians in China who refused to return to their hospitals did so precisely because they were
outraged at what they perceived to be the government’s ineptitude in handling the early stages of

the epidemic, and because they were afraid to engage with this mysterious new and lethal disease
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without adequate infection control protections (139,145). One thing is clear: both professional
and nonprofessional health personnel must be given adequate support from their institutions and
from society at large. Nonprofessionals should also have in place appropriate training, resources,
protective equipment, and follow-up support to help perform their job safely. Society thus has no
right to insist on heroism from health workers, either professional or nonprofessional, while
failing to provide them with needed protections.

This expanded social contract should also include a social obligation to create and
maintain an adequate infrastructure for public health. The focus here should not fall exclusively
or even primarily on the virtues or expected sacrifices of individual health workers, but rather on
the social, ethical, and legal obligations to provide such workers with an infrastructure conducive
to their safety and the success of their present and future missions. A well-funded and
thoughtfully designed public health infrastructure is by far the best way for society to meet the
wide array of currently unforeseeable threats and future disasters. Narrowly targeted stockpiles
and response plans for specific threats (e.g., hurricanes, anthrax, pandemic influenza) no doubt
have their place; but they will most likely fail to achieve their objectives in the absence of a
sound system of public health (146).

Finally, such a broadened social contract would encompass more appropriate forms of
social recognition for the sacrifices made by health workers. At a minimum, health workers
should not be socially shunned, as many were during the Toronto SARS crisis. (Once it became
known that health workers were transmitting that deadly disease, they were often shunned by the
general public as potential carriers. Nurses in Toronto’s hospitals reported that taxi drivers often

refused to take them home from work.) Beyond that, society should strive to provide needed care
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to all health workers who become ill or disabled in the line of duty, and to provide compensation
to their families should they die (147).

The final concern is the difficult question of how much risk health workers are morally
and professionally obligated to accept, especially in a context of biological terrorism or natural
disaster. The first thing to note is that any adequate accounting of the obligations borne by
health-care and public health professionals must acknowledge and take seriously the full
complexity of their moral situation. The moral challenge here stems not simply from a potential
conflict between professional duty and individuals’ interest in avoiding serious morbidity and
mortality, but also from health workers’ competing moral obligations to their spouses or partners
and children who depend on their support. Therefore, this is not simply a test of moral will
between self-interest and duty, where the right answer may be clear but difficult to follow, but a
genuine moral dilemma between competing moral obligations. In many cases, health workers
might fear becoming ill and losing the ability to provide for their families; in others, they may be
tempted to stay home in order to provide much-needed care to their own family members already
stricken by disease or natural disaster (148).

A second preliminary point is that different sorts of disaster pose different levels of risk
to health professionals. An intentional anthrax attack, for example, may cause widespread fear
and panic in the general population, particularly among those living and working in close
proximity to the event(s). Fortunately, anthrax is not contagious from person to person, and those
caring for the ill need not fear being directly infected. However, those handling patients and
other material (e.g. clothes, personal effects) that may be contaminated with anthrax spores need
to take precautions to avoid spore contact, inhalation or ingestion. A major hurricane on the scale

of Katrina, on the other hand, may not expose health workers to especially high levels of
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personal physical danger, but the psychosocial risks of working in such stressful conditions
might pose a serious threat to their mental health (73). In certain extreme circumstances, such as
the recent SARS epidemic or a predicted pandemic influenza crisis, health workers face very
high risks of serious morbidity and mortality.

Unlike the human immunodeficiency virus (HIV), which can be transmitted from person
to person in the absence of symptoms, SARS became highly communicable only after patients
had become sufficiently sick to become hospitalized. As a result, hospitals became places of
infection and death, and many physicians and nurses died caring for SARS patients. Although
the mortality rate for SARS worldwide hovered at the alarming average rate of 15%, health
workers constituted a disturbingly large percentage of its victims at epicenters in Hong Kong
(25%), Vietnam (100%), and Canada (65%) (149). Those who did not become ill were
nevertheless often quarantined in their hospitals for long periods of time, and many of these
suffered greatly from the effects of isolation, including depression. Perhaps the most noteworthy
thing about the SARS epidemic is that so many health workers showed up for work despite the
alarming risks and the mysterious nature of the disease.

This third category of concern, then, poses the most difficult questions concerning the
boundary between duty and heroism. A discussion can begin with two fairly uncontroversial
observations. First, medicine, nursing, and public health are inherently risky professions to some
extent, and always have been. Prior to heated debates over physicians’ duty to treat HIV-infected
patients during the late 1980s, health workers routinely treated, for example, psychiatry patients
with violent tendencies and patients on tuberculosis wards. Indeed, one commentator argued at
that time that physicians had a duty to treat AIDS patients because they had already accepted a

certain level of risk by virtue of becoming physicians (150). Since the risks posed by HIV were
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not significantly greater for physicians practicing adequate infection control than the background
risks inherent in medical practice, the argument went that contemporary physicians can be
assumed to have implicitly consented to treat patients with HIV.

Second, no credible morality of medicine, nursing, or public health would impose a duty
of martyrdom. Did Russian physicians have a duty to lower themselves by helicopter into the
Chernobyl nuclear reactor to treat technicians exposed to fatal doses of radiation? In cases such
as this, marked by extremely high levels of risk and inadequate protection, health workers do not
have a moral or professional duty to treat. The public can always hope for heroic deeds, for
health workers giving the last full measure of devotion, but it cannot expect or demand these
things of doctors, nurses or public health workers. Nor should health workers be expected to
plunge into the fray without first having in place appropriate training, resources, protective
equipment, and follow-up support to help perform their job safely. It is the duty of society at
large (and health care institutions) to provide these resources. This is true, not only both because
society cannot and should not expect health workers to accept possibly lethal but unnecessary
risks, but also because such workers have a duty to keep themselves healthy so that they can
continue to treat others. Again, the provision of a robust public health infrastructure, including
adequate personal protective equipment for health workers, not exhortations to heroism, should
be the primary focus of disaster preparedness (151).

However, after acknowledging these uncontroversial points, the truly hard cases remain.
Were the health workers who fell ill or died while caring for SARS patients just doing their duty,
or did they transcend the call of duty into the realm of heroism, wherein we can be grateful to
those who stood their ground but cannot criticize or condemn those who fled? Several

commentators have pointed out that the remarkable thing about the SARS epidemic was the
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steadfastness of health professionals in the face of palpable and serious risk. A profession that
dithered, not to its credit, over its obligations to treat much less risky HIV-infected patients
during the 1980s and 1990s (152), by and large rose to the much more daunting challenge posed
by SARS. While it remains philosophically dubious to infer an “ought” from an “is,” we
conclude from the conduct of health professionals during the SARS outbreak that nurses,
physicians, and public health workers considered such risks to be within the purview of their
professional duties, especially when they were provided with adequate infection control
protections. Does this mean that those who died in the line of duty were not also heroes? Hardly.
It took genuine courage for those health workers to stand their ground, and they should be
honored for it. Students of nursing, medicine, and public health should be taught their names and
told their stories.

If the duty to treat in the context of natural and manmade disasters encompasses the
levels of risk encountered during the SARS outbreak, the risks posed by most future events will
likewise fit within the ambit of duty. Perhaps the most daunting of these future disasters would
be a pandemic of virulent avian influenza, which, experts estimate, would most likely not exceed
the risks posed to health workers by SARS.

Finally, the notion of professional duty should not be expected to do all the moral heavy
lifting in this controversy. Health-care and public health professionals have serious moral duties
to serve the public good, even at reasonable risk to their life and health. However, society would
be remiss if it concentrated solely on such duties to the exclusion of offering various incentives
for altruistic behavior, especially when the level of risk begins to rise beyond the level of duty. In
past epidemics, for example, cities have bestowed additional privileges or remuneration on

“plague doctors” who stood their ground instead of fleeing, or bestowed licensure or guild
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privileges on practitioners who may not have been deemed eligible previously (152). Again the
most basic foundation for health professionals to answer an extraordinary call of duty is to
ensure that institutional support and resources are in place, including, as was mentioned earlier,
appropriate training, resources, protective equipment, and follow-up support to help health
personnel perform their job safely. Additional support to ensure that the health care workforce
responds in an emergency might include such things as increased pay; the reliable backup of
specialized hospital units well stocked with highly skilled practitioners, technology, and
medications; giving first responders high priority in the distribution of scarce vaccines and
prophylactic medications; and special supports for ill family members. If health-care and public
health professionals can be reassured that their ill family members will be properly cared for,
their moral dilemma will be attenuated, which will make it easier for them to assume their proper

posts at the barricades.

Civic Obligations and Personal Responsibility

“What’s true of all the evils in the world is true of the plague as well. It helps men to rise
above themselves (153).”

One important dimension of PHEPR is to foster a sense of civic obligation and a concern
for the well-being of the community as a whole on the part of all citizens and community
residents. A closely related goal is to prepare individuals and families to understand what their
responsibilities will be during an emergency and to equip them with information and possibly
other resources to react appropriately and responsibly at such a time. These goals are both ethical
and practical. The discussion in this section relates to the ethical goal of promoting personal and

civic responsibility (Goal 7), but it also relates to the goal of developing strong as well as safe
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communities (Goal 5). Public health professionals and other leaders should use the planning
process to strengthen the social capital of communities and to make them more resilient so that
they can weather all hazards and emergencies—which are now inevitable throughout the globe
and no community is immune from them—with as little damage as possible and bounce back

from disasters quickly and return to civic health (55-59).
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Civic Obligations and Personal Responsibility

Key Points
¢+ Public health professionals and other leaders should use the planning process to
strengthen the social capital of communities and to make them more resilient so that
they can bounce back from disasters quickly and return to civic health.

« PHEPR is a civic activity. It is a public function, a part of the basic purpose of
forming a political community in the first place, the security, life, liberty, and well-
being of the people as a whole. It is an expression of the entire community about the
value of the lives and health of its members.

+«+ Civic renewal is a practical, not a theoretical task, and people will not become
involved in their community unless they find the activities and issues meaningful in
their own lives and believe that their involvement will actually make a difference.

¢+ The capacity of individuals to respond and the capacity of communities to respond
are interrelated.

¢+ The fact that PHEPR is primarily a societal and a governmental responsibility does
not obviate the fact that there are significant moral obligations incumbent on private
citizens as well.

«+ Emergency planning will engage people in ways that renew or strengthen their own
sense of civic responsibility and membership. It may also reinforce the health of
those organizations of neighborhood and civil society that make up the infrastructure
of civic life or ability to recover from disaster and dislocation.

¢ Plans tell individuals how to behave in the face of impending danger, but individuals
must ultimately take responsibility for how prudently and responsibly they act to
protect themselves and their families.

+ Public health emergency planning should assume a measure of self-protection and
personal responsibility on the part of ordinary people, and it should give them the
information they need to make informed choices.

¢+ Planning must also accommodate the reality of limited choices and resources that
many people confront in their normal lives, for these will constrain them before,
during, and after an emergency as well.

There are two different perspectives from which to view PHEPR. One is to view it
through a professional lens and using a consumer model. Seen in this way, emergency planning
is rather like medical or financial planning. Providers with specialized knowledge are preparing a

product for clients who are using that product to promote their own interests as consumers.
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An alternative way to look at the emergency planning process is to see it as a civic
activity. It is not a commodity to be exchanged between a consumer with an interest and a
provider with the expertise to fulfill that interest. It is a public function, a part of the basic
purpose of forming a political community in the first place, the security, life, liberty, and well-
being of the people as a whole (154). It is not the property of those who create it; it is not simply
“used” by those who benefit from it. It is an expression of the entire community about the value
of the lives and health of its members. It is less like a commodity to be bought and sold and more
like a covenant, an agreement to be entered into by all that establishes commitments of
responsibility for each.

If we view the activity of emergency planning as a civic activity, then citizens are parties
to the plan, not consumers of it. In this view, it is entirely appropriate to emphasize broad,
inclusive participation and community engagement in the planning process. PHEPR is one
important aspect of the life of strong democratic communities.

In including civic considerations in this white paper we do not mean to suggest that
emergency planning should wait until justice is achieved and broader social problems, like
racism and poverty are solved. Planning must cope with society as it is, not as it could or should
be. Nor does this suggest that PHEPR will be the main instrument of social reform. Many other
activities must converge on the problem of civic renewal and resilience, although we believe that
emergency planning, if structured and carried out in a participatory fashion, could make a
contribution not only to the rather narrow health and safety goals of preparedness but also to the
task of reinforcing civic life and liberal democratic values (44,105,,155,156).

Civic renewal is a practical, not a theoretical task, and people will not become involved

in their community unless they find the activities and issues meaningful in their own lives and
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believe that their involvement will actually make a difference. Otherwise, time is too precious in
most people’s lives to be wasted on activities that involve a lot of meetings and talk. Danger
focuses attention, and public health matters are coming to the forefront of public awareness in
ways that have not been seen in decades. This, despite all its negative aspects, also provides an
opportunity. If we are going to engage in efforts to develop emergency response plans in
communities throughout the country, why not get as much civic benefit out of the activity as we
can?

Moreover, a growing body of public health and epidemiologic research is demonstrating
that the health status of individuals is not merely a function of their genetic makeup, their
biological functioning, and the toxic substances or microorganisms they are exposed to in their
physical and biological environment. Physical health, to say nothing of mental health and
psychological well-being, is affected by the sociocultural environment (22,74,76,157-159).
Everyday health risk factors associated with the breakdown or absence of civic resources (so-
called “social capital”) are also risk factors pertinent to what will happen during emergency
situations. The capacity of individuals to respond and the capacity of communities to respond are
interrelated. Each factor separately, as well their interesting (if still poorly understood)

interrelationship, should be of central interest and concern to the emergency planner.
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Fostering Responsible Citizenship and Personal Responsibility through Planning

The fact that PHEPR is primarily a societal and a governmental responsibility does not
obviate the fact that there are significant moral obligations incumbent on private citizens as well.
The previous section addressed the special obligations attendant on the role of “professionals” in
society, in particular health professionals. This section views each person in his or her dual
identity as democratic citizen and as moral agent. By “citizen,” we mean not only or primarily a
legal status, but an ethical and political status of being a responsible member of a political
community of free and equal persons, a community of reciprocal rights and obligations, a
community of shared vulnerability and risk, and a community of mutual concern and respect. By
viewing persons as “moral agents,” we bring to the foreground their private, as distinct from
their civic, lives: that is, their web of familial and kinship relationships, friendships, and personal
associations. Among these, the most compelling moral obligations during a time of threat or
crisis no doubt pertain to one’s role as parent, spouse, or family member. Finally, morality
recognizes that individuals have rights and duties that pertain to themselves, in particular, the
right to self-preservation.

We believe that a sense of citizen obligations, concern for the common good, and a sense
of personal and familial responsibility generally reinforce one another. However, there may be
times when a conflict of obligations seems to arise. In this section, we address such conflicts
between civic and the personal duties: how to prevent, avoid, and mitigate them as much as
possible through the pre-event planning process; and if they do arise, how to think through and

resolve them.
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Emergency Planning as Community Building

The importance of building active voice and involvement for citizens in the planning
process has been discussed previously. Doing this is supported by considerations of rights and
respect, ensuring justice and nondiscrimination, and making the plan more intelligent and
effective by tapping into the kinds of local knowledge that experts may overlook. An added
dimension of this process is that undertaking planning and the other activities that mitigate
community vulnerability to hazards and that strengthen the community’s resilience will engage
people in ways that renew or strengthen their own sense of civic responsibility and membership.
It may also reinforce the health of those organizations of neighborhood and civil society that
make up the infrastructure of civic life and are integral to the ability to recover from disaster and
dislocation (75,160,161).

An example of this was demonstrated in the village of Shang-An in Taiwan. In 2001,
Taiwan, a country prone to recurrent public health and weather-related emergency events, began
efforts to improve the country’s emergency response capability and to explore ways in which
people at the grassroots level can be integrated into the preparedness and planning process. In
Shang-An, public engagement activities demonstrated how “street science” can be used, as
residents shared their knowledge of local ecology, terrain, and other conditions. They became a
part of a kind of surveillance and early warning system. They also formed effective community
organizations to take an active role in problem solving and in undertaking hazard mitigation and
disaster management tasks (162).

Having the opportunity to take part in such local community-based public health
functions has an educational effect on citizens and helps to promote greater scientific and health

literacy. This in turn spills over the line between peoples' sense of communal membership and
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civic responsibility as citizens and their sense of responsibility for the health and safety of
themselves and their families as moral agents (132). By taking part in public health emergency
preparedness and hazard mitigation efforts, a person can bring closer together the civic and the
personal realms of his or her life and conscience. Not only will vulnerability to various public
health hazards be thereby mitigated, but also the radical privatization and the alienation from the
civic realm that so many who bowl alone in America now apparently feel. (A study of the
decline of civic engagement in America reports an increasing number of persons bowling by
themselves rather than joining bowling leagues [158]). When large numbers of volunteers show
up at a disaster site to help, we may always admire their expression of solidarity and mutual

concern, but we need not forever be astounded by it.

Emergency Planning and Private Dilemmas

It is important not to carry the notion of fusion of public and private, civic responsibility
and personal responsibility too far. When this is done, communal conformity can eclipse
individuality, privacy, and the liberty that leads to diversity. Ethical conflicts and dilemmas will
undoubtedly arise in the context of emergency planning (86,141,163). Plans tell people how to
behave in the face of impending danger, but people ultimately have to take responsibility for how
prudently and responsibly they act to protect themselves and their families. Private moral agency
and personal responsibility wrestle with scarcities of various kinds, and these scarcities become
dramatic in the emergency planning context.

Everyone should be informed about steps they can take to prepare for an emergency and
what to do to find shelter, to evacuate, or to locate medical care. Much information regarding

these things is now available, although some reports suggest that it is being conveyed in ways
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that are not sensitive to ethnic or class differences (121,122). It is not obvious that prudence and
private moral responsibility dictate that more immediate needs (rent, children’s clothing,
education) should be forgone so that one can stock up on 90 days' supply of canned goods.
Public health emergency planning should assume a measure of self-protection and personal
responsibility on the part of ordinary people, and it should give them the information they need
to make informed choices. However, planning must also accommodate the reality of limited
choices and resources that many people confront in their normal lives, for these will constrain
them before, during, and after an emergency as well. Private morality should not require undue
burden or self-sacrifice. New Orleans after Hurricane Katrina was replete with examples of this
kind of inequality in options, choices, and consequences. A just society will provide adequate
social provision so that mothers and fathers will be able to make prudent individual provision for
the health and safety of their family without making tragic trade-offs (39).

No one can be in two places at the same time, and physical presence can take on an
importance in times of crisis that it does not in everyday life. What do we say about the man who
was in his office when the plane hit Tower 1 and who decided to search the floor for survivors
rather than go immediately to the stairway to escape and protect himself? What does one say to
his wife and children? Perhaps he had a special task in case of fire in the evacuation plan that his
agency had prepared some time ago. Should he, or anyone have accepted that role and that

responsibility? Yet if no one does, if no one should, how can there ever be any plan?
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PART Il
Conducting Public Health Research During or Immediately After Disaster Events

Public health officials often have an opportunity to conduct research on such things as
medical and nursing techniques, logistical arrangements, and human behavioral responses during
public health emergencies. CDC personnel may be called upon by local officials and others to do
so because they have the training and experience necessary to organize and conduct research of
this kind. Is it ethically acceptable to engage in research activities during the response phase of a
public health emergency? If so, with what safeguards and oversight should such research be
conducted? How should emergency response planning and implementation distinguish between
“research” and other response activities?

At first glance, it might appear that doing research in the midst of a disaster constitutes a
particularly inappropriate response to the urgent needs of a suffering population. A natural
disaster or terrorist attack might leave thousands of people in desperate need of shelter, medical
care, psychiatric services, food, and clothing. To suggest that public health research be
conducted in a setting of such desperate need may give the appearance that health officials are
more interested in expanding the horizons of knowledge than in the primary task of disaster
intervention, which must be to safeguard the basic health interests of all individuals within the
affected population. Although research in this context can generate worrisome ethical tensions,
we believe that such a pessimistic conclusion is profoundly misguided. It misconstrues the
fundamental social mandate of public health institutions while ignoring the strong ethical
imperative to do research, even in the context of disaster intervention, in order to prevent further

death and illness in present or future disasters.
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Despite the many differences between public health and clinical medicine, the ethical
case for research is equally powerful in both domains. Just as clinical research is necessary not
only to develop new cures for dreaded diseases, but also to identify the many standard therapies
in wide circulation that either do nothing or actually harm or kill those subjected to them, so
public health research is necessary to determine which disaster interventions might most
effectively promote health and combat disease in various populations. Since the mandate of
public health institutions is to help create and sustain conditions in which people can be healthy,
that mandate must include an ethical imperative to create the knowledge base necessary for
effectively carrying out this important mission, both in the ordinary course of affairs and in

disaster situations.
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Conducting Public Health Research During or Immediately After Disaster Events

Key Points
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There is a strong ethical rationale to do research, even in the context of disaster, in
order to prevent further death and illness in future disasters.

The basic norm governing public health research is the equality and dignity of each
individual subject. Research must be conducted during times of emergency, but it
must not contravene the basic rights and interests of those asked to participate.

We adopt a version of the so-called “equipoise requirement” for undertaking public
health research. That is, participants must receive a level of care and protection that
does not fall below what most reasonable public health practitioners would regard as
the best practices of crisis response available.

Under the rubric of “social value” we conclude that, if a particular research project
properly targeted at finding better modes of disaster intervention should conflict with
the effective provision of relief, e.g., by draining away funds or necessary personnel
devoted to immediate disaster relief, then such research should either not be
conducted in the present circumstance or additional funds or personnel should be
devoted to the research in a way that would not threaten or undermine the primary
goals of crisis response.

Researchers must be attentive to the norm of fair subject selection. Some victims of
disaster (and perhaps some public health professionals) might be considered to be
“vulnerable” and in need of special protections. Researchers should avoid attempting
to enroll subjects who have already been subjected to numerous studies or who have
been traumatized by their experience of disaster.

Declaring all or most traumatized disaster survivors as “vulnerable” and incapable of
giving genuine consent would constitute an overreaction to a legitimate concern in
some particular cases.

Researchers need to guard against the so-called “therapeutic misconception” and take
great care to inform potential research participants that their participation is strictly
voluntary and that some interventions to which they are subjected might be
undertaken primarily for the benefit of the research (and the victims of future
disasters) rather than for their personal benefit.

Given the limited window of opportunity for conducting research in disaster settings,
the legal regulation of research in the emergency context must attempt to strike a
judicious balance between protecting the rights of research subjects and avoiding the
imposition of onerous and unnecessary administrative barriers to the conduct of
important research.

Two potentially helpful responses to the above difficulty include advance formulation
of so-called “just-in-case protocols” and centralization and specialization of human
subjects review for disaster-related research.
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¢ Even when public health interventions can be properly demarcated as research, many
such studies will fall into the category of minimal risk research and should, therefore,
be subjected to expedited review.

¢+ Certain public health research in this context might fall into the category of “quality
improvement” research. Some such studies should be exempted from IRB review
altogether, while others should be subjected to expedited review.

Types of Research in the Emergency Context

Two distinct kinds of research might be conducted in emergency settings. First is
research whose purpose is to compare a standard mode of crisis intervention with one or more
innovative or experimental approaches that researchers hope might achieve better results. For
example, researchers might study the comparative advantages and disadvantages of providing
various alternative mental health services to victims of a disaster. Here the primary motivation
might be to diagnose and improve the mental health of survivors, but there would be a definite
research component comparing established and innovative interventions in order to create new
knowledge and assist the victims of future disasters. Second is the category of “opportunistic
research,” i.e., research on some subject not related to the optimal management of emergency
interventions but which might be available for study only in the context of an emergency such as
the one at hand.

To focus precisely and concisely on the ethical tensions embedded in disaster-related
public health research, the subject matter of this section must be delimited. First, it will not be
concerned with standard public health interventions that might resemble research insofar as they
depend upon various scientific or statistical methodologies but are conducted primarily for the
purpose of disaster response rather than research. For example, we shall not discuss here the
ethics of routine case-finding, surveillance, assessing environmental hazards, or laboratory

studies of various strains of bacteria and viruses. Insofar as these standard public health
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interventions are used in order to effectively respond to an immediate threat, they will be
regarded as public health practice, not research.

Second, we will not address the related question of how to distinguish public health
practice from public health research. Because of the complex nature of some public health
interventions, which combine elements of traditional practice with methods of data collection
and analysis that can often resemble the tools of research, decision makers are frequently
perplexed about how to label such interventions. Are they public health practice or research?
This is not a mere matter of semantics; major consequences, including the legal necessity of
seeking costly and time-consuming Institutional Review Board (IRB) review, can flow from a
determination that a contested intervention is research rather than practice. Although this is a
crucial threshold question for decision makers in the field and a major cause of concern for
contemporary policy makers at CDC, the Office for Human Research Protections (OHRP), the
National Institutes of Health (NIH), and other concerned groups, it is sufficiently complex to
merit a report of its own (164,165). If a particular public health intervention exhibits elements
that qualify as bona fide research according to the norms embedded in public policy, those
elements should receive IRB review of some sort (full or expedited) or be explicitly and
officially exempted from such review.

Third, this discussion is an inquiry into the ethics of doing research in disaster settings,
not biomedical or public health research in general. Therefore, most of the standard norms
governing the conduct of biomedical or public health research are either assumed or at least as
beyond the scope of this discussion.

Fourth, our focus is primarily on ethics as opposed to regulation. Many daunting

regulatory challenges face the development and implementation of effective and ethical research
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designs in the context of disaster response. By their very nature, disasters, whether natural or
manmade, tend to occur without much notice, leaving little time for careful vetting of hastily
designed research protocols by IRBs. While we acknowledge the urgency of developing
adequate regulatory frameworks for disaster-related research and will refer occasionally to

various regulatory issues, a full treatment of this set of issues is beyond our present scope.

Normative Starting Point: Equal Respect for Persons

Research in a disaster setting exposes persons here and now to various inconveniences
and risks largely for the benefit of other people in the future. Whereas most individuals have no
ethical problem with sacrificing one or more of their own interests so that other more important
interests might flourish—e.g., eclipsing one's interest in avoiding the momentary pain of the
dentist’s drill in favor of a long-term interest in a healthy (and pain-free) molar—they have a
serious ethical problem with sacrificing the well-being of some people in order to secure the
well-being of others. The chief ethical task for research ethics in any sphere, then, whether in the
realm of clinical medicine or public health, is to find a way to secure important benefits for
individuals in the future without sacrificing the rights or basic interests of the subjects of the
research.

This fundamental commitment to the rights and interests of each person appears to rule
out most utilitarian solutions to this problem, since utilitarianism is primarily concerned with
amassing the greatest amount of total welfare without worrying about how that welfare is
produced or distributed. It is thus, at least theoretically, open to utilitarians to expose some
research subjects to risks that might be viewed as excessive or unfairly distributed on the

grounds that such a sacrifice would serve the greater public good. Given the vast numbers of
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people who might be benefited in the future, one could easily justify the sacrifices of a few today
for so many more tomorrow.”™" In the sphere of clinical research, this sort of utilitarian
justification is precluded by what Benjamin Freedman referred to as the ethical requirement of
“clinical equipoise” (166). According to this requirement, physicians owe a fiduciary duty of
personal care to every patient, even to those enrolled in a clinical trial. This duty can only be
reconciled with the impersonal demands of the randomized clinical trial—e.g., randomization,
rigidly observed protocols, blinding of subjects and investigators—when, and only when, it can
honestly be said that all of the various arms of the proposed study are in “equipoise.” That is,
only when there is genuine disagreement within the expert clinical community concerning the
best approach to a particular clinical problem, all things considered. This did not mean that all
the arms of a study must weigh equally in the scales of clinical judgment, which would have
been to set the bar way too high. It was enough for a respectable minority of the expert clinical
community to believe that no agreement has been reached on the pivotal question of which
treatment, available either inside or outside the study, was the best for patients with a particular
condition. Given this sort of “equipoise,” Freedman believed physicians could invite their
patients to join a clinical trial with a clear conscience and their fiduciary duties intact.

The lesson of this history for those grappling with the ethics of research in the domain of
public health is that, unless health officials are willing to embrace publicly a frankly utilitarian

justification for research in disaster settings, they must adopt some analog of Freedman’s

T Our reservations about embracing a utilitarian framework for assessing research within PHEPR are consistent
with the Pandemic Influenza white paper developed for the CDC Ethics Subcommittee, See “Ethical guidelines in
pandemic influenza” found at: http://www.cdc.gov/od/science/integrity/phethics/panFlu_Ethic_Guidelines.pdf. This
report ranks the maintenance of social infrastructure higher than the principle of moral equality for purposes of
vaccine distribution and other measures to contain transmission and reduce mortality. Research promises benefits to
people in the future (or future people), and we believe it would be wrong to sacrifice the basic interests of existing
people in the midst of a disaster to achieve such a goal. On the other hand, pandemic influenza could threaten basic
social, medical, and public health institutions with truly catastrophic consequences for everyone. Given this different
context, different principles might be more important, or the same principles might lead to different conclusions.
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equipoise requirement (167,168). For example, researchers proposing to compare the
effectiveness of a standard public health intervention against some innovative or nonstandard
approach to disaster intervention would have to acknowledge the existence of reasonable
disagreement or debate among expert public health practitioners as to the best approach, all
things considered. Crucially, however, in the public health context this equipoise requirement
cannot be based on the special fiduciary duties inherent in the physician—patient relationship.
Since public health workers do not generally enjoy a pre-established clinician—patient
relationship with the subjects of their research (i.e., the community), they cannot ground their
fundamental ethical norm on this nonexistent relationship. Instead, it should be grounded on a
commitment to regard each person as a free and equal member of society whose basic interests
should not be sacrificed in the interests of maximizing the public’s health or welfare.** Thus, in
the course of research, participants must receive a level of care and protection that does not fall
below what most reasonable public health practitioners would regard as the best practices of
crisis response available (167).

Insofar as both clinical and public health research are bounded by concerns for the
protection of human subjects, they share a common commitment to the core values of human
dignity and equality. In the area of clinical research, these values are expressed in the duty of
personal care, also known as the therapeutic obligation, for each research participant. In the area
of public health research, they are expressed in the analogous duty to honor the dignity and rights
of all research subjects, in part by not subjecting them to interventions known to be inferior to

others.

3 Embracing the principle of moral equality in this context does not preclude the possibility that the principle of
efficiency or achieving maximal utility might trump the principle of equality in other contexts, such as priority
setting in the context of pandemic influenza. See “Ethical guidelines in pandemic influenza” found at:
http://www.cdc.gov/od/science/integrity/phethics/panFlu_Ethic_Guidelines.pdf.
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A Framework for Ethical Analysis

Our ethical analysis of research in disaster settings conforms to the grid developed at the
National Institutes of Health for assessing the ethical acceptability of clinical research protocols
(169). Instead of following the well-trod principles-based approach originally published in the
influential Belmont Report and later developed in Beauchamp and Childress’s various editions of
the Principles of Biomedical Ethics (170), this grid sets out seven benchmarks, each of which
must be satisfactorily addressed for a research project to be deemed sufficiently ethical. These
benchmarks are social or scientific value, scientific validity, fair subject selection, favorable risk-
benefit ratio, independent review, informed consent, and respect for potential and enrolled
subjects. Since our analysis is narrowly focused on the ethics of disaster-related research, we
shall only discuss those benchmarks that require additional commentary for this particular
purpose. We also depart from this report and a subsequent article (171) in our insistence upon
some form of equipoise requirement as opposed to the suggested substitute norm of
nonexploitation, which we regard as excessively vague and utilitarian. Because the particular
canons of scientific validity, risk-benefit analysis, and respect for potential and enrolled subjects

apply equally to both clinical and disaster research, we shall not consider them further here.5%

Social value
Since all research requires the expenditure of scarce financial and human resources, and

since most research in the biomedical and public health arenas exposes subjects to at least some

858 By “scientific validity,” Emanuel has in mind the use of accepted scientific principles and methods to produce
reliable data. By “respect for subjects” he means such behaviors as permitting subjects to withdraw from the
research, protecting privacy through confidentiality, and informing subjects of the results of clinical research (p.
2703).
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physical or psychological risks, the research must lead to valuable knowledge that makes the
expense and risks worthwhile. In the area of disaster-related research, the expectation is the
discovery of new interventions that will better shield the population from harm or speed their
recovery from physical injury, psychological trauma, or environmental destruction. To be of
social value in this sense, research protocols must be designed so as to add to the existing body
of knowledge and (hopefully) dispel “equipoise” by demonstrating that some interventions are
better or worse than others.

Estimates of social value are also important for resolving two different kinds of conflicts
involving disaster-related research. The first sort of conflict arises between the overriding goal of
disaster intervention, which is to save lives and restore people as soon as possible to healthy
living conditions, and the objective of emergency research, which is to obtain knowledge that
may save other lives in future emergency events. Since the victims of disaster are already in a
highly vulnerable state and their basic interests are already under threat, they should have every
reason to expect that, in cases of genuine conflict, the goal of crisis intervention should take
priority over other goals.

Two practical directives follow from this conclusion. First, research that can be pursued
in nonemergency contexts should, in general, not be conducted in the context of a public health
emergency. The only conceivable exception to this rule might be research projects unrelated to
the ends of disaster intervention that 1) nevertheless hold out the prospect of significant social
value, and 2) can only be studied during a unique window of opportunity afforded by a given
emergency. Even in such a case, however, the research should not be conducted if it would

significantly impede delivery of relief to the victims of a disaster.
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Second, if a particular research project properly targeted at finding better modes of
disaster intervention should conflict with the effective provision of relief, e.g., by draining away
funds or necessary personnel devoted to immediate disaster relief, then such research should
either not be conducted in the present circumstance or additional funds or personnel should be
devoted to the research in a way that would not threaten or undermine the primary goals of crisis
response. Much will depend here on both the magnitude of the public health emergency and the
extent to which research would actually impede the primary objective of disaster relief. In truly
catastrophic situations, it might be hard to justify any research that conflicted in a serious way
with the direct delivery of assistance to victims.

A second kind of conflict can arise at the level of priority setting. Some research projects
might be largely duplication of previous studies, might focus on issues of only peripheral
concern in the context of disaster planning or intervention, or might target crisis events of
extremely low probability. Other projects might be very ambitious but would distract attention
from the larger goal of establishing and sustaining a robust public health infrastructure. Although
we cannot state categorically that such research should never be done, especially given the
elasticity of the term “public health emergency,” it should definitely be assigned lower priority

than research with greater social value.

Fair Subject Selection

Assuming that a research study promises adequate social value, the next question is
which persons or groups should be asked to participate in it. Two different sorts of concerns
occupy commentators on this question in the research ethics literature. The first is that the group

of people selected to undergo the inconveniences and risks of a study should also stand to benefit
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in some way from the results of a successfully conducted trial. Thus, if researchers decide to
locate their study of an expensive drug in a poor country where people could never afford an
approved version of it, commentators are likely to conclude that the proposed subject selection is
unfair. It is unclear how this concern might surface in the context of disaster research, however,
where the locus of a disaster is so often utterly unpredictable. This concern about subject
selection is also attenuated by the fact that much disaster-related research will consist of
epidemiologic studies, which generally pose fewer risks for the enrolled population than do
typical clinical research studies.

The second concern focuses on the recruitment of so-called “vulnerable populations,”
i.e., individuals or groups who might be more likely than others to be misled, mistreated or
exploited in the course of research, and who might therefore require “special protection” in the
course of IRB review. Historically, a wide variety of groups have been accorded this status,
including prisoners, children, women, the cognitively impaired, elderly residents of nursing
homes, patients with terminal illnesses, medical students, and illiterate citizens of poor countries.
Although critics rightly worry that lumping these diverse groups of people into the category of
“vulnerable research subject” often serves only to stereotype and disempower them (113), there
may well be reason to worry that the victims of a disaster might be more easily abused or
exploited than more typical subjects of biomedical research. They have presumably just
undergone the trauma of living through a disaster. Their place of work may have been destroyed,;
their home may have been swept away; their loved ones may have died or suffered serious
injuries. The toll of human suffering inflicted by a major disaster can leave its victims reeling,

disoriented, and desperate for a helping hand. While the causes and potential cures for this
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suffering are appropriate and important objects of study, including the victims of disaster in
research has the potential merely to encumber them with additional burdens.

Similar concerns attend the enrollment of public health responders in research. Like the
victims of disasters, they too can suffer from exhaustion, disorientation, or depression which
simultaneously makes their own mental health needs appropriate objects of research while
possibly rendering them vulnerable in similar ways to the additional burdens of participating in
public health research.

While a detailed examination of exactly what kind of “special protections” should be
accorded different categories of vulnerable subjects in disaster research is not within the scope of
this report, researchers contemplating disaster-related studies should be attentive to the following
ISsues:

e Are members of the population under scrutiny likely to be burdened with numerous
requests for interviews and study participation from many different parties, including
journalists, the police, the military, and public health workers? Including the same group
of people in multiple studies could impose unfair burdens on them.

e Are potential subjects currently too disoriented from a recent traumatic experience to
reach a reasoned and informed decision about participating?

e Are personnel and procedures in place to screen the targeted population for cognitive
impairments and to provide psychological supports to those who experience difficulty

during or immediately after a session with researchers (113)?
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Informed consent

In addition to conformity with the usual criteria of informed consent as described in 45
CFR 46.116, researchers contemplating studies in the aftermath of a disaster will encounter two
special consent-related problems. First is the question of whether recently traumatized
individuals might lack the decision-making capacity to give genuine consent. Although little
empirical research has addressed this question, it is likely that declaring all or most traumatized
disaster survivors as “vulnerable” and declaring them incapable of giving genuine consent would
constitute an overreaction to a legitimate concern in some particular cases (172). Since capacity
to consent to research is a “task-specific” issue—i.e., is this particular person in this particular
circumstance capable of understanding and consenting to this particular study?—focusing on
broad, stereotypical categories (e.g., “psychiatric patient”) is usually bound to mislead. Still,
given the real possibility that some trauma victims will indeed be so disoriented as to render
them incapable of rational decision making, some commentators caution that investigators
should take this into account in the design of their studies and perhaps provide additional
safeguards, such as a time lag between an initial contact and eventual interview, or inviting local
clinicians to assess any acute need for psychiatric intervention (172).

A second concern about informed consent in this setting involves the so-called
“therapeutic misconception,” i.e., the subjects of clinical investigation often confuse their
participation in research with therapy. Even when explicitly told that their treatment will be
determined by chance and governed by a rigorous scientific protocol, patients often still
mistakenly assume that their own treatment will, of course, be determined by their doctor, who is
concerned only with each individual patient’s best interests (173). Patients with such a

misconception inevitably develop a skewed conception of the risks and benefits at stake in any
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particular study. Believing, or hoping, that their doctor is focused exclusively on their best
medical interest rather than on the accumulation of scientific knowledge, patients fail to consider
the risks inherent in the design of most clinical trials, risks that are due precisely to an array of
methodological safeguards against bias, such as randomization, blinding, placebos, or crossover
designs.

In the disaster setting, potential participants in research may harbor an analogous
misconception, i.e., the belief that all their interactions with physicians, public health officers,
social workers, and psychological researchers in the immediate aftermath of the disaster are
primarily for their own benefit. Researchers need to guard against this ubiquitous misconception,
taking great care to inform potential research participants that their participation is strictly

voluntary and that the intended beneficiaries of the research are future victims of future disasters.

Institutional review

Numerous scandals involving biomedical research have led to the present system of
rigorous oversight of clinical research based upon a country-wide network of local IRBs for the
ethical vetting of all federally funded research with regard to informed consent, risk/benefit
analysis, or confidentiality. This system represents a vast improvement in the protection of
research participants vis-a-vis the era of unregulated physician/researcher discretion. On the
other hand, many critics of the present system, some with vast experience in running IRBs (174),
contend that the present system, including the Health Insurance Portability and Accountability
Act (HIPAA) Privacy Rule, has swung the pendulum too far in the opposite direction, toward a
“hyperprotective” regime more interested in minutiae than in the protection of patients. An

[13%2]
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undue focus on dotting “i”’s and crossing “t”’s, the critics contend, has led to vast increases in the
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costs of ethical surveillance without much evidence that those costs have secured increased
human subjects protection. The regulation of research in the emergency context must, then,
attempt to strike a judicious balance between protecting the rights of research subjects and
avoiding the imposition of onerous and unnecessary bureaucratic barriers to the conduct of
important research. In previous sections we discussed how the logistical demands of research can
impinge upon the primary goal of assisting those caught up in an emergency; in this section the
focus will be on how socially valuable research can be stymied by bureaucratic obstacles, and
how this problem might be successfully resolved.

Although some critics of the current regulatory regime cite the onerous costs of full IRB
review as the most serious problem, in the context of PHEPR, the primary threat to the conduct
of research is the passage of time. Especially during the response phase of an emergency,
researchers must seize a very small window of opportunity to conceive and conduct a study. If
they are legally compelled to comply with onerous informed consent requirements and seek full
IRB review of their proposed protocol, that window may well close before their research has
even begun. It takes time to get individualized informed consent, and IRB review, even when it
is supposedly “expedited,” can be enormously time-consuming.

We envision two main lines of constructive response to this concern. First, whenever
possible, public health researchers should try to plan at least the general outline of their studies
well in advance of the actual emergency event. If undertaken during the planning phase rather
than in the midst of the chaotic response period, researchers might be able to develop a set of
“just-in-case protocols” that could receive a full, leisurely vetting from IRBs. Another step that

might be taken during the planning phase is the establishment of centralized IRBs (or
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subcommittees of existing IRBs) whose dedicated function would be the prompt processing of
pleas for expedited review that would arise during the response phase of emergencies.”

We recommend that CDC investigate the feasibility of establishing such a centralized
clearinghouse for reviewing expedited protocols drafted in response to ongoing emergencies, and
we encourage other IRBs to join efforts to coordinate review during declared public health
emergencies. Establishment of such centralized loci of decision making—e.g., at CDC or within
geographic proximity to the site of an emergency—could accomplish several important public
health goals. Although we stress here their potential value in expediting the review of research
projects in a maximally efficient and timely manner, such centralization would also reduce
redundancy in the review process, which would secure both fiscal and ethical benefits. A
centralized process would no doubt be less expensive than an archipelago of unrelated IRBs.
Centralization would also help public health officials eliminate or greatly reduce the number of
research studies targeting exactly the same problem and, importantly, involving the same group
of subjects. The bombing of the Federal Building in Oklahoma in 1995 and the attack on the
World Trade Center on September 11, 2001, represent two very different examples of the
oversight of research following terror (175).7""" The norm of ethical subject selection dictates
that care is taken not to impose excessive or unnecessary burdens on the participants of

research.Whether or not institutions choose to participate in a centralized review process, IRBs

™ We are assuming here that risky, complex protocols requiring full IRB review would in all likelihood need to be
drafted during the planning phase if they are to be successfully deployed during the brief window of opportunity
available during emergencies.

7117 Research following the Oklahoma bombing was coordinated by and funneled through the IRB of the University
of Oklahoma Health Sciences Center. This approach was motivated by the goals of protecting the survivors of the
disaster, minimizing burdens on the research subjects, and to maximize the knowledge gained from each study. By
contrast, research following the attack on the World Trade Center in New York was both massive in scale and
largely uncoordinated (58,175).
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should be included in PHEPR, and they should plan and exercise their ability to respond to
requests for review of research in disaster settings with appropriate expertise in a timely manner.

A second, more complicated and controversial line of response to concerns about
research review focuses on the likely characteristics of most PHEPR-related research and the
need for better ways to categorize and subject it to ethical oversight. Much, if not most, of the
research that will be proposed in this area is either epidemiologic or psychosocial. Researchers
will want to document and analyze the incidence of mortality and morbidities, both physical and
psychological, arising from various environmental factors. Most often, this documentation will
take the form of standard public health practice activities, such as surveillance and contact
tracing, which do not fall under 45 CFR 46 (also known as the Common Rule) and need not be
scrutinized by an IRB. Sometimes, however, the quest for data will develop into full-blown
research projects intended to benefit a much larger ambit of people than the victims of a current
disaster. Even when such interventions can be clearly demarcated as research, a large proportion
might fall into the category of minimal risk research, i.e., interventions that pose little or no
physical, psychological, or social risk to subjects beyond those risks normally encountered in
daily life. If and when this is the case, the review of such research not only may, but also should
be expedited and free from bureaucratic, expensive, and time-consuming hurdles.

Another distinctive feature of much, but not all, PHEPR-related research is a familiar
resemblance to quality improvement (QI) studies. Just as hospital chains currently do QI research
to determine the best ways to reduce the incidence of catheter-related infections (176), so public
health agencies will want to study the best ways to educate disaster victims about, for example,
the importance of hand washing in refugee centers or the avoidance of carbon monoxide

poisoning in homes recently reclaimed from flooding. Although federal regulators have recently
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insisted, wrongly in our view, upon subjecting some vitally important QI investigations to the
full brunt of IRB review, including informed consent from all affected patients and physicians
(177), we believe that a good deal of QI research is primarily intended to assess and improve the
provision of services to specific populations, and thus should fall outside the ambit of IRB
review (178,179). Likewise, in the context of PHEPR we concur with CDC guidelines which
hold that interventions should not be treated as research when the “intent of the project is to
identify and control a health problem or improve a public health program or service;...data
collected are needed to assess and/or improve the program or service, the health of the
participants or the participants’ community;...and the project activities are not
experimental”’(164). We contend that interventions that meet the above criteria should not be
defined as research, thus should be exempted from IRB scrutiny altogether. *+

Naturally, real situations will not always be this simple, and the fit between some
proposed interventions and the above criteria for exemption from the Common Rule will not
always be exact. Some proposed projects will exhibit hybrid or overlapping features between QI-
like steps to improve service delivery to particular communities and research procedures
involving sophisticated analyses and subject selection geared toward the generation of widely
applicable knowledge. Projects falling into this borderland between program improvement and
research should be subjected to formal ethical review, but the degree of scrutiny provided should

correlate with the projects’ degree of risk to participants. If those risks are low, other conditions

¥ This suggestion finds support in the Common Rule at 45 CFR 46.101b(5), where the criteria for exemption from
the reach of the federal regulations are enumerated: “Research and demonstration projects which are conducted by
or subject to the approval of department or agency heads (e.g., at CDC), and which are designed to study, evaluate,
or otherwise examine: (i) Public benefit or service programs;... (iii) possible changes in or alternatives to those
programs or procedures....”
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are favorable (e.g., the data collected are not linked to names), and the window of opportunity is

fleeting, we urge that such projects be candidates for expedited review.

Special Ethical Considerations for CDC and CDC Personnel Deployed During an
Emergency Response

“...what captures more of a sense of our primary purpose, being a partner with the
community, a public servant, or an employee of the government? You're in the middle, you’re a
bridge, you’re a forced ambassador, trying to make peace (180).”

The ethical issues of PHEPR have thus far been discussed from a general point of view,
encompassing in the analysis those parties that do (or should) play a role in planning, response,
and follow-up—rpublic health officials, medical and health professionals, government officials
(local, state, and federal), technical experts, community leaders, and ordinary citizens. This
section will focus on the more particular perspective of CDC and the public health professionals
who make up its staff. These issues apply in similar ways to public health professionals in state
and local health departments, although the ways different organizations manage these issues will
vary. Describing CDC's perspective may serve as a guide to other jurisdictions. It not the
purpose of this section to provide a full description or assessment of the policies, procedures, and
programs that CDC follows in terms of staff deployment. When we suggest that, from an ethical
point of view, deployment arrangements ought to have certain features, supports, and safeguards,

for example, it is not to suggest that CDC does not have such policies or management systems.

5555 A similar analysis could be provided for the waiver of Common Rule-style informed consent in many PHEPR
settings. Subpart A would approve the waiver of rigidly construed informed consent protocols when there is no more
than minimal risk, when such waiver will not adversely affect the rights or welfare of subjects, and could not be
practicably carried out without a waiver. This final proviso is crucially important for disaster-related research
confronting a very brief window of opportunity. See 45 CFR 46.116 (d).
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Indeed much of what we recommend is already in place. Our purpose in this section is to develop
ethical benchmarks concerning some of the moral dilemmas and obligations inherent in field

deployment during a public health emergency. Others may be able to use these benchmarks in

further developing CDC policy in the future.
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Special Ethical Considerations for CDC and CDC Personnel
Deployed During an Emergency Response

Key Points

®.
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CDC functions as a national resource for public health surveillance, scientific and
technical guidance, and standard setting in the nation’s largely decentralized public
health system, in which the main legal and governmental authority resides in the
states. CDC also provides direct technical advice and support on site during
emergency situations.

Just as an individual professional has an obligation to ensure that he or she is
adequately prepared to meet the requirements of a deployment, CDC as an agency
has an obligation to provide the required and appropriate training, preparation,
equipment, and support.

A facet of the deployment situation related to ethics is the discrepancy between what
one knows ethically should be done and what one is in a position to do or to achieve.
A public health emergency planning, response, and recovery effort is a complex
social and administrative undertaking. Playing an advisory role as a federal official
and a public health professional, with special technical or scientific expertise, in this
complex undertaking often presents the CDC official with conflicting agendas.

The scientific and advisory mission of deployed CDC personnel is made ethically
difficult by the fact that the scientific knowledge to be brought to bear on decisions is
incomplete or imperfect. Scientific advice must be given in an interpretive, and not
simply a declarative fashion.

The ethical obligations of individual CDC professionals and the ethical obligations of
the CDC leadership and organizational support systems go hand in hand. During an
emergency deployment, the consequences of poor performance can be extremely
serious. Many other persons, including those who are in positions of great need and
vulnerability, put their trust in CDC expertise and skill.

Certain deployment assignments may be hazardous and require substantial individual
sacrifice.

The process of selecting individuals for deployment raises important ethical
considerations and may be the cause of personal conflict and ethical dilemmas. This
process should be orderly, transparent, and fair.

If an individual believes that an assignment is inappropriate or has been wrongly
motivated, an orderly and confidential review and appeals process should be in place
for that person that is consistent with existing personnel or uniformed service
procedures. Considerations of undue family burden and personal hardship should also
be taken into account.
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Clear, but reasonably flexible, standards of performance and discretion should be
established and be clearly understood by everyone in the deployment team and along
the chain of command. If appropriate training is the organizational responsibility of
CDC in the preparedness phase, ensuring an appropriate and effective support system
and reasonable expectations is CDC’s responsibility during the deployment phase.
Disaster sites must not be allowed to be defined as places where moral limits do not
apply. CDC personnel operating in these areas must be empowered and encouraged to
retain their moral perspective and their sense of ethical propriety.

Many situations will be open to conflicting interpretations concerning the right course
of action. Procedures and protocols should be put in place that will enable CDC-
deployed professionals to seek ethical assessment and guidance concerning value
conflicts and uncertainties.

Regarding designated authorities and decision makers, CDC personnel have a strong
prima facie obligation to provide clear and timely information during the emergency
event.

The CDC-deployed professional is one of the principal voices of scientific rationality
in public health emergencies and should tailor his or her communication activities to
ensuring that this voice is heard.

CDC as an agency should support its personnel by resisting unwarranted limits others
may place on the gathering of relevant scientific information, analysis of that
information, and communicating of the results of that analysis to appropriate officials
and decision makers.

The following guidelines should be used in communication:

o CDC experts should be candid about the limitations of their findings at the
time of communication.

o They should offer perspectives on the ranges of potential risk or harm and,
to the extent possible, estimates of the probabilities involved.

o They should indicate what further investigation would be necessary to
provide greater certainty and how long it will take to acquire more
information.

o They should also be candid about the likelihood that greater certainly or
more reliable information will not be forthcoming in the time before
decisions have to be made.

CDC leadership should maintain the organizational capacity (an adequate trained
workforce, adequate resources, adequate funding) to permit it to respond by
deployment without compromising its other vital and ongoing agency functions.

There should be a well-defined mechanism for the preparation of post-deployment
reports and analyses by CDC personnel.
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Part of the mission of CDC is to deploy its expert staff to locations throughout the United
States and around the world to assist with the management and mitigation of public health
emergencies. They are most often cast in the role of technical advisors; they do not typically
converge on a location and take charge. Numerous special ethical questions and obligations arise
for deployed CDC personnel during an emergency situation when they are engaged in public
health functions such as surveillance, case-finding, virus characterization, assay development,
health and infrastructure assessments, data collection, and other forms of technical support to

state and local officials engaged in public health efforts.

The Role of CDC in Emergencies

Under normal circumstances CDC functions as a national resource for public health
surveillance, scientific and technical guidance, and standard setting in the nation’s largely
decentralized public health system, in which the main legal and governmental authority resides
in the states. CDC offers a centralized, uniform, and highly respected source of scientific and
professional expertise to public health officials throughout the country. It provides epidemiologic
information on a national and global scale; it provides laboratory assessment with technological
sophistication that many localities cannot match, and upon which they have come to rely. In the
preparedness and response field, CDC has been integrally involved in the development of
national guidance and practice standard-setting documents, from which regional and local
preparedness efforts have benefited. CDC is also involved in the federal policy-making process
concerning the dissemination of federal public health resources, including the development and
allocation of national stockpiles of vaccines, medications, and medical supplies to be used in

emergency situations.
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The public health systems in the various states, territories, and local jurisdictions vary
sufficiently that it is not possible to discuss them except in general terms. However, one ethically
relevant characteristic of state and local systems is that they are integrated into the communities
in which they serve. Local public health agencies have detailed knowledge of communities—
information that may be critical to successfully implementing the technical expertise provided by
CDC. Although organizational structures vary, many of these ethical issues also apply to public
health scientists and officials in the states, territories, and local jurisdictions. The public health
system is decentralized; in some states the local organizational units draw upon state-level
support in a manner similar to the way CDC responds to request for assistance from states and
territories. Moreover, during a public health emergency the public health system becomes even
more decentralized, involving a wider array of partners in other government agencies, and not-
for-profit, and private sectors as well. Often these relationships are not based on formal
authority, but state, territorial and local officials may be responsible for successfully coordinating
the actions of different partners. Challenges CDC faces in preparing and protecting its workforce
during a public health emergency also apply to other jurisdictions.

A public health emergency exists when a health threat or disruption occurs so widely or
so rapidly that it overwhelms the capacity of the usual public health and medical infrastructure to
respond effectively. Therefore, in addition to its role as a central clearinghouse and purveyor of
public health information and knowledge, CDC also provides direct technical advice and on-site

support during emergency situations.
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A Typology of Ethical Issues in Deployment

To put the ethical challenges faced by deployed CDC personnel in perspective, three
facets of the deployment situation in general should be highlighted. (Note that these challenges
may also apply to public health professionals in states and territories, if they are deployed in
other jurisdictions as advisors, or when public health professionals function as part of
multidisciplinary emergency response teams.) The first may be called the problem of “many
hands” (181). A public health emergency planning, response, and recovery effort is a remarkably
complex social and administrative undertaking. It demands the coordination and cooperation of
many agencies and individuals, with cross-cutting jurisdictions, constituencies, and interests. The
structure of this arrangement makes it likely that issues of communication, decision making, and
resource allocation (including allocation of the time and energy of CDC personnel) will arise. In
this complex undertaking, playing an advisory role as a federal official and a public health
professional with special technical or scientific expertise often presents the CDC official with
conflicting agendas. The scientific and advisory mission of deployed CDC personnel (and
indeed of all deployed public health personnel, from whatever agency) is made ethically difficult
by the fact that the scientific agenda is not the only or the most important one in a given
circumstance.

The second aspect of the deployment situation that fosters ethical challenges is the need
for decision making in the face of incomplete information and scientific uncertainty. The
scientific and advisory mission of deployed CDC personnel is made ethically difficult by the fact
that the scientific knowledge to be brought to bear on decisions is incomplete or imperfect.
Scientific advice must be given in an interpretive, and not simply a declarative fashion. Decision

making under conditions of uncertainly and partial or unreliable information is compounded by
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time pressure, fatigue, emotional stress, often a narrow margin for error, and very high stakes
(151). Providing advice and consultation in this setting is more than difficult; this is an
atmosphere in which ethical problems thrive.

The third facet of the deployment situation related to ethics is the discrepancy between
what one knows ethically should be done and what one is in a position to do or to achieve. We
call this the gap between “responsibility” and “authority.” It is a common occurrence, indeed a
structural feature that leads not only to ethical conflict, but to serious ethical dilemmas as well.
This is an important distinction and requires more definition and explanation.

Responsibility, as the term is used here, is an ethical notion. It exists whenever a person
is in a position to make a difference in the lives of others, to prevent harm or promote health, or
to affect the distribution of resources so that fairness is respected and better outcomes obtained.
Authority is a more formal, legal or administrative notion. It refers to the official vesting of
responsibility in a designated role, office, or person. Such official recognition carries with it the
power to enlist the obedience and cooperation of others as matter of rule and position.
Responsibility does not necessarily carry with it such power. One may see what ethically needs
to be done and see the means to achieve this end, but not command the deference or cooperation
of others. Responsibility must persuade; authority can instruct. Responsibility flows from ability
and expertise, not from position, role, or public recognition. If one is best able and most qualified
to make a decision, then one is responsible for that decision. But being (ethically) responsible for
a decision is not the same thing as having the power and authority to make it. In the real world,
authority can flow along channels other than ability and expertise.

Responsibility and authority theoretically should overlap, and in practice they do often

exist in the same person in any given situation. Those in a position to act on behalf of others’
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interests are often those who have been designated to play this role and to have this
responsibility; in other words, they are the ones who have the authority to so act. It is also true
that the advisory role that deployed CDC personnel play in an emergency situation vis-a-vis state
and local officials is officially recognized and does have some de jure authority attached to it.
However, in that advisory role, CDC personnel always carry with them the burden of
responsibility, and a gap can exist between the authority they have been granted and the
responsibility they feel. Superiors expect the responsible use of expertise, time, and energy by
deployed CDC personnel, while deployed CDC personnel know that the well-being of ordinary
people who need and trust them is at stake. Ethical dilemmas for CDC personnel can arise in this
gap between their responsibility and their authority or power.

The range of activities that CDC personnel may be called upon to undertake during the
course of a deployment assignment is quite broad. The following functional categories can serve
as an organizing schema for ethical issues faced by deployed CDC personnel and by CDC as an
organization that carries out a deployment service and mission:

e Preparedness for deployment
e Carrying out particular assignments and functions during deployment
e Communication and the ethics of giving policy advice

e Policy and agency issues regarding the role of CDC in emergency deployments

Preparedness for Deployment
The ethical obligations of individual CDC professionals and the ethical obligations of the
CDC leadership and organizational support systems go hand in hand. During an emergency

deployment, the consequences of poor performance can be extremely serious. Many other
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persons, including those who are in positions of great need and vulnerability, put their trust in
CDC expertise and skill. The health and well-being of these persons, as well as their material and
property interests and sometimes even their lives, can be at stake. For these reasons, competence
and preparation are important not merely as instrumental means for achieving desired ends or
outcomes; they are also ethically important, and their ethical significance has several different
dimensions.

Certain deployment assignments may be hazardous and require substantial individual
sacrifice (145). Professionals arguably do have more demanding role obligations than ordinary
morality requires of all individuals. This is true of military and public safety professionals as
well as health professionals, particularly the Commissioned Corps of the U.S. Public Health
Service.” To do what society calls upon them to do, they must put themselves at risk and in
harm’s way. They therefore owe it to themselves and to their families to mitigate such risk by
availing themselves of the proper training and by being given the proper support by others.

Just as an individual professional has an obligation to ensure that he or she is adequately
prepared to meet the requirements of a deployment, CDC as an agency has an obligation to
provide the required and appropriate training, preparation, equipment, and support. The proper
timing of such training is itself important; it should be conducted in advance and in fair
anticipation of an upcoming deployment. So-called “just in time” approaches to such training,
while thought to be an efficient use of scarce resources in an agency, run several serious ethical

risks if such approaches are not properly managed and quality controlled (182-184). Of course,

Fokkkk

CDC personnel who are in the Commissioned Corps of the U.S. Public Health Service have additional
obligations relating to emergency response. In 2003, the Secretary of Health and Human Services recognized the
Commissioned Corps’ unique status to provide swift and effective responses to urgent health needs and directed that
all active-duty officers meet readiness standards by 2005. Commissioned Officers are required to meet and
continuously maintain force readiness standards relating to health and safety, physical readiness, and training and
professional competency. Failure to meet these standards may result in disciplinary actions including denial of
promotion, separation from active duty, and/or termination of an officer’s commission.
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the timing of emergencies is largely unpredictable and a state of readiness must be maintained,
but the need for rapid response does not justify hasty or inadequate preparation. CDC has
recognized the ethical importance of preparation and support of deployed staff and has in place a
system of preparation, counseling, support services in the field, and programs addressing the
needs and concerns of personnel when they return from a deployment assignment.

Professionals who are called upon to perform functions for which they have not been
adequately prepared and trained will undergo unnecessary psychological stress as a result, which
may undermine morale and, ultimately, performance in the field (145). They may also perceive
this situation as an ethical conflict; a sort of moral double bind in which they recognize the need
of others and at the same time recognize that they should not allow themselves to be placed into
a situation that will overwhelm them, because they may then inadvertently do more harm than
good.

The process of selecting individuals for deployment also raises important ethical
considerations and may be the cause of personal conflict and ethical dilemmas. This process
should be orderly, transparent, and fair. No CDC staff professional, no matter how well qualified
and trained, should be made to feel that he or she is being chosen for deployment as a kind of
bureaucratic punishment growing out of previous professional disagreements or personal
relationships. By the same token, well-trained and prepared persons should not be passed over
for deployment for extraneous organizational reasons. In either case, objective merit is the
ethical touchstone. The deployment system and its underlying support systems should aim at
selecting the best qualified personnel. CDC professionals should not be assigned to roles or
duties for which they are not qualified unless the extreme workforce shortages in a very serious

emergency demands that such extraordinary steps be taken.
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Within reasonable limits, CDC staff should have the prerogative to decline a particular
assignment if they are not properly qualified or trained for it; indeed, it might be argued that they
have an ethical duty to refuse such an assignment. If an individual believes that an assignment is
inappropriate or has been wrongly motivated, an orderly and confidential review and appeals
process should be in place for that person that is consistent with existing personnel or uniformed
service procedures. Considerations of undue family burden and personal hardship should also be
taken into account. CDC should implement such a review process and maintain it with

appropriate training and directives to supervisory personnel.

Individual and CDC Responsibilities During Deployment

Once CDC professionals arrive on site during an ongoing public health emergency, they
should have clearly defined areas of responsibility and lines of authority and decision making to
follow. The respective roles of the various agencies on the scene and the respective roles of CDC
and other public health professionals from state and local jurisdictions should be clarified and
effectively communicated to all parties. This is more easily stated than achieved, however, and
even if achieved, it is not a panacea. It is in the nature of an emergency situation to be fluid,
dynamic, and unpredictable; everyone caught up in it must remain flexible and able to adapt to
unexpected demands and rapidly changing circumstances. Somewhere between an orderly
workday with a manageable “to-do™ list on one hand, and utter chaos on the other, lies the actual
reality that CDC staff will experience. Too much rigidity will undermine the effective pursuit of
the deployment mission and the ethical goals we have identified in this white paper. Too much
flexibility will lead to what is sometimes called “mission creep,” wasted and ineffective effort,

confusion, exhaustion, and undue stress (28,72,185).
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Sometimes, factors that pull a deployed CDC professional away from the initial mission
and clearly defined functions do not grow out of disorganization but out of genuine need and
scarcity of personnel. Examples of this include requests by local officials for CDC personnel to
perform tasks other than those they were sent into the field to perform, such as providing direct
medical care, counseling, helping with transportation, or distributing safety equipment. A
different kind of request, but one that poses similar dilemmas, may come from superiors off site
who demand certain kinds of recordkeeping or reporting functions, which are unduly time
consuming and could lead CDC personnel to be unable to respond to more direct service
provision and mitigating activities.

Public health professionals cannot perform their mission or fulfill the ethical goals of
their activities without the cooperation of other professionals and specialists. Disagreements may
arise among the various professional cultures and perspectives in emergency preparedness and
response; for example, public health priorities and law enforcement priorities may sometimes be
in tension. However, cooperation is essential. At the same time, the ethical integrity of all the
professional and agencies involved should be preserved and respected. To achieve this balance,
there must be mechanisms of integrity-preserving compromise, review, and appeal (154).

Perspectival conflicts are readily found in emergency situations. What may have priority
from an upper echelon administrative point of view may not be a priority from the perspective of
an individual surrounded by immediate compelling circumstances. It is probably impossible to
avoid such conflicts of perspective, and no set of ethical goals or modes of ethical reasoning can
definitively adjudicate them. Although appropriate management and supervision of field

personnel is important and CDC staff must remain accountable, those on site must also have
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discretion to assess the immediate situation, prioritize their time and energy, and act without
continual fear of reprimand after the fact.

In lieu of a definitive ethical answer to these quandaries, the important point is that clear,
but reasonably flexible, standards of performance and discretion be established and that they be
clearly understood by everyone in the deployment team and along the chain of command. If
appropriate training is the organizational responsibility of CDC in the preparedness phase,
ensuring an appropriate and effective support system and reasonable expectations is CDC’S
responsibility during the deployment phase.

A second, and closely related organizational responsibility is to provide for the safety and
security of CDC personnel deployed during an emergency. The individual public health
professional has an obligation to expose himself or herself to risk when public health’s ethical
goals require it, but it is the organizational obligation of CDC (or any other public health agency)
to ensure that those risks are reasonable and proportionate to the benefits being sought.
Professional obligations do not cancel basic ethical requirements: CDC professionals must be
treated with due concern, respect, and protection as befits persons whose lives and well-being are
of intrinsic ethical value. In this instance, the ethically appropriate course is also psychologically
and motivationally the most effective one. Emergency responders and their supporters, such as
CDC deployed personnel, need to feel that they matter in the eyes of others and that they are
being supported and protected to the extent possible under the circumstances. This is key to the
success of an emergency mission.

CDC has already taken steps to provide such support, not only in predeployment training
and equipping functions, but also in postdeployment support and counseling. For example, in

response to increasing demands placed on CDC staff by investigations of dangerous infectious
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diseases or grueling national or international relief work, a small group of CDC mental health
professionals collaborated to create the Responder Resilience Program in 2004. Its main goal has
been to support and safeguard the health and safety, both physical and emotional, of individuals

deployed to the field or to support roles during a public health emergency (186-188).

162



CDC Responder Resilience Services

In 2004, in response to increasing demands placed on CDC staff by dangerous infectious
disease investigations or grueling relief work (national or international), a small group of
mental health professionals at CDC collaborated on the creation of the Responder Resilience
Program (RRP). Its basic goal has been to support and safeguard the health and safety, both
physical and emotional, of persons deployed to the field or to support roles during a public
health emergency. RRP has sought to support responders and increase CDC's culture of
preparedness in the following five areas:

9
%

Enhancing workforce development—conducting disaster mental health portion of

predeployment briefings; collecting and disseminating relevant support materials to

responders; teaching the mental health portion of the Public Health Readiness

Certificate Program; supporting development of field team leader training.

< Advocating for deployees and expanding cross-cutting relationships within CDC
and with external partners—actively participating in numerous Emergency
Operations Center (EOC)—sponsored exercises to assess responder emotional well-
being; providing input to other CDC teams working on preparedness issues; interfacing
with national/international subject matter experts on resilience and mental health.

< Strengthening relationship with CDC's Employee Assistance Program (EAP)—
improving access to relevant services by arranging for training for EAP team members
by professionals from organizations with extensive international relief worker
experience; sharing relevant information and collaborating with EAP to provide
needed services.

< Providing leadership—making evidence-informed recommendations about improving
individual and organizational resilience based upon historical responses to agency
assessments.

«» Supporting relevant research—collaborating with external partners to publish

findings in scientific journals (e.g., Psychiatric Annals, Journal of Homeland Security

and Emergency Management, Military Medicine).

The RRP is developing a peer-based model of providing psychological first aid in the field,
while expanding the training and educational services it provides to an increasing cross-
section of CDC staff and managers.

Less dramatic than safety and security, but similar in that it bespeaks the respect being
shown for CDC staff as persons and moral agents, is the need to facilitate ethical sensitivity and

awareness during emergency deployment. In addition to their other special features, emergencies
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are times and places of such unusual and extraordinary activities that they can seem to be beyond
the reach of ethical norms. Public health and emergency necessity, like military necessity, is a
powerful notion that can be used to justify conduct that would never be permitted under
“normal” circumstances. Its compelling and persuasive power is precisely its danger.

Disaster sites must not be allowed to be defined as places where moral limits do not
apply. CDC personnel operating in these areas must be empowered and encouraged to retain
their moral perspective and their sense of ethical propriety. For instance, during an emergency,
when data are being collected or various behavioral observations are being recorded, no
supervisors may be on the scene telling investigators that they should obtain consent or protect
individual medical confidentiality. This does not mean that these normal ethical requirements
have disappeared. It does mean, though, that acting ethically falls back to an unusual degree on
the conscience and discernment of individuals who have the power to decide and act on others.
The fact that CDC or other health personnel can order the destruction of someone’s property
without risk of penalty does not mean that they should do so as a matter of course, or simply
because it is more convenient, without sufficient public health grounds for considering that
property to be contaminated or that it poses an unacceptable risk.

Because of the continuing recognition of ethical restraints, and because many situations
will be open to conflicting interpretations concerning the right course of action, procedures and
protocols should be put in place that will enable CDC deployed professionals to seek ethical
assessment and guidance concerning value conflicts and uncertainties. As mentioned previously,
these conflicts may grow out of the gap between responsibility and authority. CDC deployed
staff might observe inappropriate or even illegal behavior on the part of those over whom they

have no authority. CDC personnel might also be put in a position to directly observe deficiencies
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in the conduct of other public health or emergency management agencies. Looking the other way
is not an ethical option. Often, the established chain of command (either at the local site, or
within CDC off-site) will be sufficient to provide clarification and guidance, but at times it will
not be, perhaps because the ethical conflict involves elements of the chain of command itself. At
such times, alternative mechanisms should be available to CDC personnel to which they can
report their concerns and through which they can obtain advice.

That function is served, at least in part, by CDC’s Emergency Operation Center (EOC)
Ethics Desk. The EOC Ethics Desk was established in 2006 to provide advice to the CDC
Incident Manager on the ethical implications of major emergency response decisions and actions
and to provide guidance and support to CDC staff involved in responding to an event if they
should have questions or concerns about ethical issues. The ability to communicate in real time
with a member of the Ethics Desk or consultation team at CDC headquarters or elsewhere may
be one way to operationalize such a protocol. Ethics consultation mechanisms can also be
anticipated and included in various CDC guidance documents so that this approach is considered

by state and local PHEPR agencies as well.

Communication and the Ethics of Policy Advice

CDC-deployed personnel will have a major role in gathering, analyzing, and interpreting
the significance of public health information. They will assist those decision makers and officials
who are not health-care professionals in understanding the medical implications of particular
findings, in understanding the power and limitation of existing information, and in understanding
the risk/benefit analyses that pertain to emergency response policies and decisions. But while

CDC personnel may have a large role and measure of responsibility in generating information,
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despite the work of the CDC Joint Information Center, which is designed to coordinate various
levels of public health expertise and authority, they often have much less authority concerning
the communication of that information. Once more, this gap will be a source of ethical tension
and questioning for CDC-deployed professionals. If they have an obligation to provide the most
accurate, scientific, and reliable information possible under the circumstances to their state and
local colleagues, do they have a cognate obligation to ensure that such information is
communicated completely and truthfully and that it is disseminated widely within the affected
community? The task of ethical guidance would be easier if one could simply answer yes to this
question, but unfortunately, the reality of emergency situations makes the answer more complex.

As was done previously (see Communication, and Deliberative Participation in
Emergency Planning), it is useful to distinguish between providing information to official
decision makers and providing information to other stakeholders, the media, and the general
public. Regarding the general public, it is not generally the role or the responsibility of CDC-
deployed professionals to determine the communication plan in question. If the officials who are
responsible for that plan are observed to be engaged in ethically questionable conduct or in
conduct that is ethically troubling to a CDC staff member (an extreme and unlikely example
would be lying to the public or deliberately falsifying or distorting information, particularly
information provided by CDC), the response should generally be the same as described with
regard to observed illegal or unethical conduct.

Regarding designated authorities and decision makers, CDC personnel have a strong
prima facie obligation to provide clear and timely information during the emergency event.
Without that information, officials cannot make rational decisions and choices; they cannot

exercise their own ethical responsibilities properly. The problem is that any communication is
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always somewhat selective and interpretive. This is not deception; it is built into the nature of
communication and the nature of scientific information. Providing officials with complete
technical information is often poor communication and results in misunderstanding and
overload; such “information dumping” makes decision making harder, not easier. On the other
hand, through selectivity and interpretation, the CDC expert can influence the course of the
decision-making process. Advocacy can easily overtake objective scientific advice, especially if
the public health expert anticipates that the official(s) in question will make a decision with
which the expert disagrees.

Ethical responsibility, as we understand and present the concept here, does not permit
frank and deliberate policy advocacy disguised as scientific advice on the part of CDC
professionals deployed in emergency settings. At the same time, responsibility does not allow an
expert to be indifferent or inattentive to the way in which scientific information is understood
and assimilated. The responsible course of action is to walk a fine line between a deliberate
attempt to direct the course of a decision and indifference toward the scientific warrant and
rationality of a decision. The CDC-deployed professional is one of the principal voices of
scientific rationality in public health emergencies and should tailor his or her communication
activities to ensuring that this voice is heard. It is essential to have the relevant and appropriate
information reach the right decision makers, and CDC staff should not permit that information be
cut off or sequestered by subordinate officials who may have their own agendas. CDC as an
agency should support its personnel in this regard by resisting unwarranted limits others may
place on the gathering of relevant scientific information, analysis of that information, and

communicating the results of that analysis to the appropriate officials and decision makers.
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Thus far it has been assumed that the information to be communicated to officials has a
clear scientific meaning and validity, as least in the eyes of the expert technical community.
Matters become even more complex, and the ethical choices more difficult, when the validity of
the information is in question among experts. What level of certainty should one have in an
emergency event before information is relayed to others? For example, identification of
environmental hazards is often intuitively clear to experienced experts before definitive test
results are available. Waiting for the final data before acting will bring about increased exposure.
How candid should one be about the uncertainty, when stressing it may cause decision makers to
discount it more than is prudent or warranted? Decision makers, particularly at times of crisis,
are notoriously intolerant of ambiguity. President Harry Truman once remarked that he wished
he had a one-armed advisor who wouldn’t say, “On the one hand, this, but on the other hand
that...” A public health expert must often seem like an octopus.

What are the risks and lost opportunities in relaying less than certain information? What
guidelines should be used in determining the level of certainty necessary before communicating
with others? What should the communication strategy be in such situations?

Our recommendations in this situation are as follows:

e CDC experts should be candid about the limitations of their findings at the time of
communication.

e They should offer perspectives on the ranges of potential risk or harm and, to the extent
possible, estimates of the probabilities involved.

e They should indicate what further investigation would be necessary to provide greater

certainty and how long it will take to acquire more information.
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e They should also be candid about the likelihood that greater certainty or more reliable
information will not be forthcoming in the time before decisions have to be made.

It is better to offer decision makers one’s best educated and experienced guess about an
important matter than to exaggerate either the certainty or uncertainty of the information one has
available. In these difficult circumstances, a deployed CDC professional lives up to an
acceptable level of ethical responsibility by communicating in accordance with the standard of
transparency regarding his or her own thinking; certainty before the fact or accuracy after the

fact are not the relevant ethical standards here.

Policy and Agency Issues Regarding the Role of CDC in PHEPR

At the outset, we noted that the historic role of CDC in deploying personnel to emergency
locations has been to bring its scientific expertise to bear on the situation and to assist state and
local authorities who have operational and policymaking authority over the conduct of the
emergency response. Nonetheless, there are some broader structural and policy issues that CDC
should acknowledge and to which it should develop appropriate responses. Important as they are,
setting rigorous standards for preparedness and providing scientific advice during emergencies
are not sufficient. CDC’s leadership in the public health profession and field calls for the agency
to play a multifaceted leadership role in developing a national system of PHEPR. These issues
are of ethical concern to CDC personnel as well.

One important issue involves the type of assistance provided by CDC through
deployment of expert personnel to an emergency location and the proper coordination and
communication among different levels of jurisdiction and authority. As noted above, PHEPR is

primarily a state and local responsibility and CDC deployment occurs in response to a request
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from those authorities, not at the instigation of CDC itself. But what if a state or local authority
does not request the appropriate level of assistance in a timely fashion? What is the obligation of
CDC to advocate for a different type of response than has been requested of it, if in the
professional judgment of CDC leadership the requested level or type of deployment is
inappropriate? The relationship between the federal government and state governments is often
a sensitive political issue. The aftermath of Hurricane Katrina in Louisiana demonstrated the
difficulty of cooperation among some federal agencies, such as the Federal Emergency
Management Agency (FEMA), the governor, and the mayor of a large affected city. Political
considerations of this kind will be factored into decisions by higher federal authorities.

At the level of CDC, the ethically responsible policy is to advocate for emergency
response that utilizes the best available public health capability and expertise. Only if this is done
will the central ethical goals that have formed the core of this white paper be met. If the
necessary expertise and resources are available at the state or local level, then all is well and
good. But if not, if there is a clear need for federal involvement, CDC should advocate to play a
role in the response, and it should resist being excluded. As a matter of principle, we would
argue that all Americans, regardless of the state in which they live, have a right of equitable
access to the assistance and expertise of this national public health resource.

Factors to be weighed at this point include the degree of scientific certainty, the amount
of harm that would occur without federal involvement, and where various types of federal
involvement may be indicated, whether the state's request for involvement is proportional to the
risk posed by the emergency. An additional consideration is whether federal involvement can
limit the emergency's impact to worsen inequality. These points, and others articulated in the

public health ethics emergency framework above help identify the ethical challenges faced by
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decision makers when there is a concern that effective collaboration does not exist. Moreover,
CDC leadership should maintain the organizational capacity (an adequate, trained workforce,
adequate resources, adequate funding) to permit it to respond by deployment without
compromising its other vital and ongoing agency functions.

A second structural issue and agency responsibility grows out of the position in which
CDC is placed by dint of its deployment operations during an emergency. The deployment
experience puts CDC staff in a position to observe gaps in the public health infrastructure at state
and local levels that are made particularly evident during an emergency response. In light of this,
it is the ethical responsibility of CDC to record and document these observations. There should
be a well-defined mechanism for the preparation of postdeployment reports and analyses by
CDC personnel. They should be trained in techniques of observation and assessment for use
during their deployment and given the support necessary upon their return to create a useful
database containing such information.

This is an important part of the general policy that the public health system as a whole
ought to use emergency preparedness and response as an opportunity for learning and
improvement in response capabilities. It goes even further in that emergency deployment gives
CDC an opportunity to detect and mitigate defects in the ongoing operations of public health in
non-emergency situations. This is an opportunity that CDC should not overlook, nor fail to
capitalize on.

Conclusion

PHEPR is a vital public health function. As such, it is both a governmental responsibility

and a civic endeavor. This white paper therefore has presented a broad overview of its subject, as

opposed to a focused look at one aspect of PHEPR, such as the response to pandemic influenza,
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bioterrorism, or weather related emergencies. The purpose of this white paper has been to
provide a substantive framework of values and ethical goals, a fairly rich ethical vocabulary, so
to speak, with which continuing ethical research and debate on PHEPR can proceed. Its
treatment of specific scientific and practical details of emergency planning is illustrative rather
than comprehensive; it offers ethical orientation and food for thought rather than specific rules,
standards, or guidelines.

We believe that there is considerable value in providing resources for ongoing, serious
conversation and deliberation about ethics, even in the absence of definitive guidance or ethical
directives. At times, premature guidance and conclusiveness can stifle ethical reflection and
reasoning rather than promote it. There is much that is not yet understood about how to do
emergency planning and disaster preparedness well. The epidemiologic, clinical, and behavioral
sciences are still on a learning curve in the field of PHEPR. Likewise, there is still much to be
learned about the ethics of preparedness.

Finally, PHEPR is ultimately less about protecting a community than it is about
embodying the traditions and values of a community and a vision of how the community can be
made a better environment for all its members in the future. Successful emergency planning must
rely on and tap into a preexisting fund of civic responsibility, a sense of justice, and concern for
others in need. Emergency planning can, and should, be an occasion to foster these outlooks and
impulses as well. Fear and self-interest will no doubt be strongly in evidence during any public
health emergency, but public health leadership, in conjunction with elected officials and other
community leaders can move communities beyond these motivations to a sense of common
purpose and solidarity. If it does this, PHEPR will succeed in meeting its professional ethical

obligations and will most likely succeed in its practical efforts as well.
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